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ABSTRACT 

This packet, a product of the Advancing Educational 
Techniques (AET) Project, addresses the theme of empowerment on the 
pa'^t of those working with children who are differently able. The 
first section explores the concept of empowerment as addressed in 
current literature and includes an annotated bibliography. Other 
sections of the packet focus on: (1) concepts used in viewing the 
family as a system? (2) issues confronting siblings of differently 
able children (with a resource list for siblings); (3) development of 
social skills in disabled children (again with bibliography)? (4) 
family support? (5) Public Law 94-142 (the Education for All 
Handicapped Children Act) , focusing on parental rights and 
responsibilities, the parent/school relationship, legal aspects and 
their implications for the provision of related services, and appeals 
cases? (6) the Individualized Education Plan (wich sample form); (7) 
electronic networking with computers, centering on the SCHOLE system 
developed at Boston University? and (8) advocacy organizations and 
agencies, advocacy and recreational services m Massachusetts, and 
employment/vocational rehabilitation agencies. The last section 
contains se <^ral worksheets and instructions for their use, including 
the Primary Contact list, the Telephone Log, a Positive Contacts 
form, the Problem Solving Worksheet, and an activity description with 
form called "Our Family's Action Plan." There is also a brief article 
on the effective use of films for family discussion. The appendices 
include the Statewide Needs Assessment Instrument employed in an 
initial survey conducted under the auspices of the AEl pj^oject, and a 
journal article reprint titled, "The Parent -Child Activity Group: 
Using Activities to Work with Children ard Their Families in 
Residential Treatment" by Gino DeSalvatore and Deborah Rosenman- 
(PB) 
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Project Director 



There is never enough time or resource to do all that is important in 
life. Each individual decides how to spend the time they have 
available, and sets priorities that shape their lives and the lives of 
those around them. In this way, we are what we do. Our actions are 
statements of values. 

The work completed on this grant extends over a four year period. In 
1983 I shared the excitement of the idea for this project with a small 
group of colleagues at Boston University. The challenge was to create a 
plan that was consistent with our priorities and the fundinq available 
from the United States Department of Education. After consultation with 
colleagues, Janet Sable and I wrote the proposal. 

After completing the application, I remember a moment of reflection on 
what we had done. Janet and I realized that the scope of the work was 
ambitious and would require enormous effort if the expectations were to 
be met. Soon after submission of the proposal, Janet accepted a 
position on the faculty at Lyndon State College In Vermont. When we 
were notified that the project was approved for funding, I began to 
search for an individual to replace Janet. Fortunately Patricia Shank 
was attracted to the work and assumed the posit lea of Project 
Coordinator. The work was begun without delay and has continued with 
the essential intensity over the past three years. 



I take pride in the accomplishments of the project staff and others who 
gave time and talent to this work. The products created represent 
values and commitment? consistent with our mission and serve as a b?.sis 
for the continued research and service. I trust the reader will agree 
that the time resources devoted to this project were well spent. 
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PARENT EMPOWERMENT PACKET 

PRETOCE 

The Paurent Ehpowennent Packet (PEP) was designed for the purpose 
of providing written resources that address the theme of en^xjwer- 
ment. It may be particularly helpful to parents ani professicnals 
>*» vcck with parents and their children who are differently able. 

Because PEP is eoMptionally large, it might be acmewhat overwhelm- 
ing at first glance. Our suggestion, therefore, is to digest the 
contents a bit at a time. For exan|>le, one section may be pulled 
oit and used within a parent support gro^ that wishes to discuss 
a certain theme or issue during one or several meetings. Or a 
prof essicnal may went co photocopy a list of organizatians that 
might ease the transition ol; an individual back into the ocnnunity. 
Some of the worksheets we have provided mic^ be used by eadi of 
the family mantiers for the purpose of getting every person's input 
on solving a particular problan. In short, we encourage you to 
use part c«r all of the materials in a wey that is most helpful to 
your particular situation and most responsive to your particular 

^^S^^^MCtion of PEP esqjlores the concept of eBUpowennent as 
it has been addressed in current literature. This literature re- 
view folloMi the m^amramt rxileL illustrated on the next page. 
An annotated bibliography follows the enccMennant paper and pro- 
vides a ninber of excellent resources for both parents and pro» 
fessioneds. 
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KNCW[£DGE + SKILLS + ATTTTODES + SUPFCRT = BEHAVIOR 



Specific Disability Parenting 

Developmental Stages Networking 

Right s/Lav/s Advocacy 

Resources Available Intervention 

Strategies 



Honesty Respite EMPCWERMJJT 

Respect Networking 

Reinforcement Counseling 

Acknowledgement Support Groups 



Figure 1: An Ehpcwerment Mcxiel 



KNCX^LEDGE + SKILLS + ATTIIUDES + SUPPORT = EMPO*CRING BEHAVIORS 



Shank, P. A. (1986). Advancing Eaucaticnal Techniques Project, Boston, MA: 
Boston University Leisure studies P rogram. 



Self-enpowerment inplies that one has developed and nurtured the knowledge! 
skills, attitudes and support necessary to cope with and manage the specific 
challenges one is confronted with. Self-errpowerment is a continuous oroces's. 
Processing the behaviors leads to further self-enpowemeit. 



Note: The content areas listed in Figure 1 are exarrples used for illustration 
purposes only and are not to be regarded as all-inchasive. 



The second section ol PEP expl2tins seme of the concepts used in systems thinking 
psrticularly as these relate to the family. 

Si^tersjiflm it the title of the third section of 1>EP. ibe reader 
will ^^m^^Hj^ adk3resse3 sane of the issues ocnfronted by the siblings 
of seme iiUBwlMle «ho eu% differently able. A list of a \'ariex.7 of resources 
particularly appcopriate for sisters and brothers is also included. 

Social Skills is the topic of the next section and it is preisented in the 
fooD of an open letter from parent to parent. M extoisive bibliography 
is also provided here as viell as seme suggestions for creating a support 
net^Kork. 



Jo Bower, Associate Planner for the Develognental Disabilities Council, 
has contritutad a oaiprehensive paper on Family Suptxart arri this ccx^sti- 
tutes the fifth section in PEP. 



Public law 94-142 (P. L. 94-142) or the Eaucation for All Haidicapped 
ChiMren Act of 1975 serves as the unifying ttorte for the next seL of 
papers that address parents rights and re^xxisibilities under the Law; 
recreation as a related service within P.L. 94-142; partnership between 
parent and sdxol; legal aspects and their implications for the provisioi 
of related services, and descriptions of several c^jpeals cases that have 
been brought before the Bureau of Special Education J^ppeeOs Board. 

•Hie seventh section of PEP poses sane cotmon question and provides answers 
that pertaun to the Individualized Bdueation Plan (lEP) . A senple lEP 
fom is provided and eatch part is eoq>lained. 

TeleoamMnicationa or electronic ncfejaridjig with cas^atmn is the topic 
disc u ssed in the ns^^c section of PEP. Information about SCIO£, the 
telecc^runications netwotric developed at Boston IMiversity, is described 
here. 

A variety of Qgqanigatlong ard Agencies are listed in the ninth s«±icn 
^ ^* ^^ttMB^ J!^!'!'^ nuiters and a brief description is given for 
each. tajj^^HnflBijaticns listed include; national and local advocacy, 
disabilit9H^H|y iilpiloynent or vocational rehabilitation, professional 
(diacd^lin^l|HI?ie and general) , recreation agencies in Massadxiaetts. 
that provide services for people with disabilities, national sport^i asso- 
ciations dedinate fil to pconoting sqports QE:portunitie8 for all people, and 
organizations concerned with travel for individuals wiio are dif ferent:.y 
able. 
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The last section of pep provides several vorksheets that vfere designed 
to assist in the en^jowerment p rocess^ Each form is acxxmpanied by an 
explanation and suggestions use. 

In the appendices, tk> reader is provided with a copy of the survey 
instranent that was used in the conrtuct o^" the Statewide Ne^ds Assess- 
ment v^hich he3{3ed provide direction and guidance for the developnent of 
PEP. In i^ppendix B we have included an article that describes a parwt- 
diild activity groi^ that ccnobineb the aonoepts of groi^ ani f emily sfys-- 
tan theory with therapeutically planned activities as a tool for the 
asaesaoent and treatment of children ^ have behavior diaocders and 
their families. 

Wb would be moat intereated in your feedback about any of the loatarials 
included in PEP and particularly v^hich you found hQlpu.ul and how you 
used than (i.e., parent/pcofeaaional partnerdiip group, pEa»it support 
group, family diacuaalona, etc.) . Pleaae send your oomients and suggest- 
icna to: 

Patricia A. Shank, Ph.D. 
Projects CSoocdinator, Leisure Studiea 
Boatcn Ufiiversity 
Sdiool of Education 
605 Ocnmonwealth Avenue 
Boabon, Massachusetts 02215 
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FOREWDRD 

In 1984, the U. S. Department of ESucation's Office of Special ESucation 
and Rehabilitative Services invited proposals that addressed the need for 
better education techniques to facilitate the transition of children with 
disabilities to ccxtirunity living. Boston University's Leisure Studies Program 
met the challenge and designed a project that had as its primary goal the 
developnent, jjiplementation, evaluation and dissemination of responsive educa- 
tion techniques pertinent to the lives of these children and their families. 
The Department of Educaticm accepted th« proposal and provided Boston Un^rsi- 
ty with the necessary support to conduct the project. f 

The implementation plan for the Project (entitled, "Mvancing Educational 
Techniques through a Statewide Recreation Network" ) was designed to occur over 
a three year period (1984 - 1987). The first year involved the identification 
of family needs as these related to the three major target areas, lliese were: 
(1) family cdiesion, (2) social skills developnerit, and (3) the effective 
utilization of therapeutic recreation as a related service under P.L. 94-142 
(the Eaucation for all Handicapped Children Act of 1975). The second and third 
y^^s ^'fK^ designing r testing and disseminating grant products. 
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The Project objectives were designed to be acocnplished through the 
Statewide Recreation Network (SRN) . This Network was developed in 19 ;i with 
partial su{^rt frcm the Massachusetts Council on E)evelopnental Disabilities 
and represented persons in special education, therapeutic recreaticxi, catmunity 
recreation, vocational educaticxi, ccxitinuing education, advocacy groups, 

1 

1 c 
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parents and cxaisumers* The primary focus during this initial phase in the 
developrent of the SRN was to inprove recreation service delivery on a state- 
wide basis through coordination of services and to provide training for a 
variety of service delivery pprsonnel in the use of previously identified 
social skill development curricula and techniques. Recreation programs were 
the vehicle through v*ich these techniques were iitplemented, 

Massachusetts was divided into six regicxis and after identifying the 
recreation service agencies in each of the regions, one agency was selected as 
the "lead organization." Through the coordinated efforts of the Boston Univer- 
sity staff and tiie lead organizations, a consortium of representatives fron the 
above listed service providers was established and through these multidiscipli- 
nary groups, the goals of the project were acocraplished. 

The af^xroach of the SRN rested on concepts which optimize involvement and 
netwDrking on the local level and on the precept that through effective conn-" 
unication, resource sharing and joint problem-solving across interest groups, 
children with disabilities receive more ocxiprehensive service delivery. The 
SRN structure proved to be responsive to the statewide need for coordinating 
efforts at iinproving recreation service delivery to people with disabilities. 
SubsecpstfuHK the U.S. Department of Education, Division of Special 

Projecti^^^^^^vJ^^aq^ continuation of the SRN by sponsoring a new 
project ^^^HfHPl^ pcovide previously unavailable integrated recreation ser- 
vices to individuals in the local ocnmunities whose recreational needs were not 
being met or v4io had only segregated (that is, outside of "mainstream" coimuni- 
ty services) recreation opportunities available to them. 

Through consistent ccxitact with local caisortia members, it became clear 
that despite good intentions, there were persistent needs that weren't being 
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met. For exanple, due to geographical constraints, the networking ccrponent of 
the SRN vasn't always effective: People had a difficult time getting together 
for planning meetings and necessary "brainstorming" and resource sharing 
sessions. Hiere vas a need for the development of better, nore effective 
networking techniques. 

An additional urnet need that became evident over the course of the first 
four years of the SRN oonoerned the lack of involvenent of parents and families 
of individuals wi^ disabilities in various types of service delivery systans 
(e.g., educational and recreational systems), it appeax«d that the establish- 
ment of parent-professional partnerships in one ccmnunity (Asaociatioi for the 

I 

Support of Hunan Services, Westfield, Ma) just wasn't happening in other c^ 
unities. It seened that parents were often left to struggle on their own ^ 
get needed infornation and that professionals were left to struggle with the 
real caimunication chall^'nges found within their own bureaucratic systore. For 
exanple, within the educatior^l system parents (by law) are to be regarded as 
equal partners in the education of their children. Despite the fact tl»t 
Public law 94-142 had been in existence for nearly ten years, imny parents 
remained unaware of the full intent and meaning of that law and their rights ' * 
and ressa^gUities under it. Many professionals meanwhile were confronted 
^4^^^Bp ^ meeting the requirements of the law pertaining 
to ^p^^^^B|p^^ ^t often doing so without guidance as to how to get 
paret±I^^P|||ptiviiy involved. 

Thtougji our varied e)?xirieioes with parsits and professionals, we knew 
intuitively that the lack of partnership for the nost part was non-intentional 
and due mcreso to the lade of information about how to actually iiiprove the 
situaticn. CXjr target audiences for the products we were to create under the 
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"Advancing Educational Techniques Project" (AET), therefore, were both parents 
and professionals. 



GRAOT ACTIVITIES AND PRODUCTS 

DOCTCmL STUDENTS 



One of the "products" of the AET Project was the provision of financial 
support for doctoral-level students to pursue studies that would enhance their 
ability to work more closely with families of individuals with disabling condi- 
tions. Individuals were selected from special education, therapeutic recrea- 
tion, social work, developmental studies and cocnseling prograns. Over th^ 
course of three years, five individuals were able to attend Boston University 
on a full-time saaester basis, while three individuals received assistance to 
attend on a part-time basis. Aside from pursuing their prograns of study, 
these research assistants were also responsible for assisting with the inple- 
mentation of the Project's activities. 



STATEWIDE NEfcDS ASSESSMWT 

«ivit3r undertaken by the Project stzrff was to review the 
pertaining to our three target areas (family cohesion, 
fttttit and P. L. 94-142) . The purpose of this review was to 
identify mOSt/tabliah possible variables for inclusion in a statewide needs 
assesaimt and for providing a systematic base for preliminary interviews with 
individuals **io vere either parents or professionals or both (parent-profess- 
ionals ) . 
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thG literat'ire review enabled the staff to construct a preliminary assessment 
instrument which was then submitted to the Project 's f ourteen-manter Advisory 
Board for review and carryent. Seven Board menbers responded to our request. 

The final version of the needs assessment instrument (see Appendix A) 
contained 69 itenis arranged into seven sections. The variables included were 
either rated al<»ig a 3- or 4-point scale that laenrdtted an assessment of the 
inportance and the availability of certain processes or services or v*iich 
sought agreernent or disagreement with certain statanents. Space for open-ended 
ccnment was also provided on the questionnaire. 

The items on the questicxmaire were grouped into four categories: lEP 
(Individual Education Plan), Therapeutic Recreation, Social Skills, and Family 
Cohesion. A number of items were classified into two categories. Each major 
factor was preseited in at least two different items in a slightly modified way 
in order to enhance the instrument 's reliability. 

^^proximately four hundred people r^esenting various roles in the lives 
of children with disabilities were sent a needs assessment questionnaire. 
Individuals were identified through their participation in the SRN or were 
reoatmended for contacv by SRN members or by those interviewed earlier. In 
order ^W^j^^ P^ents as possible, a thorough search of parent 

support^^^K|lis oonducted. A nunber of groups were identified and contacted 
for the piPPp of asoertaining their willingness to participate. 

The final sanple of 127 persons included parents, pubUc and private 
school adidnistrators, special and general educators, therapeutic and camunity 
recreators, occupational and physical therapists, social workers, and others 
involved in human services throughout Massachusetts. Results of the assessment 
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are available fran Boston University's Leisure Studies Program. 

tm 

THE LEISURE EXCHANGE C^ME 

■me LEISURE EXCHANGE GAME was created for the purposes of enhancing family 
cohesion and contunication, and for educating about leisure which we believe 
involves freedan, choice and responsibility, not just free-tiite or certain 
kinds of activities. > 

The gane consists of a playing board, playing pieces, and a variety of 

activity and surprise cards that players respond to. Leisure experiaice carx3s 

are collected and bartered by players. Leisure knowledge, values, attitudes 

f 

and memories are expressed and shared in a vey that is fun and enlightening 

*• 

content for the cards was compiled as a result of the author's experience 
in vorking with children and adults as well as from literature pertaining to 
leisure education. The game was field tested by individuals (children and 
adults) in families, institutions, college classrooms and in caimunity 
recreation programs. These people provided feedback and suggestions that were 
very helpful in constructing the final version. 

The LEiaHE EXCHMCE GAME is appropriate for people of all ages and abili- 
ties and H^M^^l*^ Boston University 's Leisure Studies Program. 

iCanONS NEIW(»K 

Scheie (pronouncedr sko-lay) was de/eloped in response to the need for an 
iirproved means of networking r information gathering and sharing anong people. 
Sdx)le utilizes advanced corputer technology and is quite siirple to use. 

Ihis ocnpjter networking system vas demonstrated during Special Education 
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week, held in March, 1985 at Boston University. Since that tire, manbership 
has greatly increased and row includes users (called, research associates) in 
both the United States and Great Britain. Schole menfcers include professionals 
in a variety of fields and disciplines as well as layperson.* interested in 
education and access to inforration. 

For more informaticn about Schole and Schole manbership, see the section on 
Telecamrunicat ionS in the PEP ^tmual. 



THE lEISURE EDUCATION VIDECTAPE 



The leisure education videotape was designed for the purpose of educating 
pecple ah^ut leisure. It focuses on variables such as freedan, choice, 
responsibility, and carpetency and uses a multiiredia approach to get its 
message across. 

•nie target audiences for the LEISURE EDUCATION VIEBOTAPE are parent groups, 
therapeutic recreators, educators and others interested in learning irore about 
this vital, life-enhancing concept/experience. It is available fron Boston 
University's Leisure Studies Program. 




Pour AET Researd) Assistants prepared and presented educational saninars on 
the following topics: 

o Family Systems 

o Iherapeutic Recreation Facilitation Tediniques 
for Working with Families 
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o Elnpcwerment 

o Parent Support Groups 

The target audience for these seminars was masters-level students majoring 
in special education and therapeutic recreation. The overall purpose was to 
provide these students with the opportunity to acquire knowledge, skills and 
positive attitudes that could enable than to work itore closely with parents and 
families of individuals who are differently able. 

A culminating activity in the Seminar Series was a Rurent-Professional 
Weekend held in Western Massachusetts and affiliated with the Association for 
the Support of Huuan Services. This weekeid provided both par«Tts end ^ 
professional's with the opportxinity to develop the knowledge, skills and ^ 
attitudes that could enhance partnership in the delivery of services. 

THE PARENT EMPCWEBMENT PACKET (PEP) 



The final product of the AET is this PARENT EM>QHEI»ffiNr PACKET (PEP). Its 
badcground and purpose way be found in the next section entitled. Introduction. 



THE PARElfr H4PCIWE!90rr ^KXSS 



INTRDDOCTICN 



The PARENT EMPOWEWO.T PACKET (PEP) is one result of roany months of read- 
ing, talking, thinking and doing. It vas developed as a result of parents and 
professionals working together, enjoined in a conspiracy of the sort described 
by Marilyn Ferguson (1980) in The Aewarian Conspiracy ; We have breathed toge- 
ther in a space that reflects and xespects our inte r connectednesa . 



The Project staff cho«e to begin its journey where others left off. Both 
mnual and ocnfiuter seardies were conducted for the purpose of deterndning what 
already existed in the literature that pertained to our target areas. Of ten- 
tinea, what %«e fouid was discouraging and disheartening, particularly in the so- 
called "professional literature." Approaching the readings from the perspective 
of a parent led ant to believe in the inevitability of dysfunctional systems in 
relatio^yfep Aafllvid^a with disabling characteristics. For exanple, it seened 
tiiat ^^HPi* pl^lMd up an article written by a professional pertaining to 




fani^^^H^ClNBMi to have a nonber with a disability, that family was 
labeleir^M hndlcipped family," and therefore, b^ virtue of that label, 
regarded as an entity requiring intervention by this professional or that. 

CDccaaicjnally, we did cane across books and articles that were hcnest, 
thought-provoking, inspiring and helpful without being condescending and handi- 
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c^ist in tone. Mcst often, these were written by parents for parents or by 
professionals who were either parents thereelves or who had a hutanistic view- 
point of people that begins with and therefore enphasij.es the inportance of an 
individual 's total being as opposed to the questionable centrality of his or her 
"handicap." 

The direction we were to take was largely influenced by both types of 
literature. We were determined to nove away from the fon«r and closer to the 
latter in our ow» efforts to provide resources th-t had the potattLal far being 
meaningful to parents as well as professionals interested and involved in con- 
tributing to the grwth process of those individuals with challevjes that re- 
quire s p e c ific interventions. 

Bie PARENT EMPCXOMEHT PACKET is one product of that effort. 



PACKET RESOIRCES 



The resources we have chosen to include in PEP had to "fit" within a certain 
paradigm of assmptions and had to meet two very infiortant criteria. H»se 
pronises fran %#hich wa worked will be presented first, and then the specific 
criteria we used for selecting neterials will be ouUined. 



as: 




IXiring the course of the Pn> de elopmsnt, certain pronises or assunptions 
ware made about families, professionals, handicaps and the ooocept of atpower- 
ment. These, then, served to guide the Project staff in establishing resource 
selection criteria. 
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I. Eaunilies with one or more iwnbers with disabling ccrditions 
o are oanf rented with challenges typical to all families, 

o are confronted with challenges that are specific to their particular 
system with its am nonrs, values, beliefs, structures and roles, 

o are best viewed fran a systens approadi as is any set of interrelated, 
interdependent parts forming sane coherent %*ole, 

o viewBd as living systems, are able tc continuously renew, develop aid 
become self-en^xjuered. 

II. Professionals 

o in order to be effective participants in processes of eoisowernent, nvst 
view the individual from a perspective of holism, | 

o are not omnipotent and omniscient; they are hunan beings have the 
ability to help as nuch as they have the ability to hurt, 

o must work with individuals and their families, not beccme directors of 
than, 

o can learn as much or more from the individuals for whom they provide 
services as they can from each other. 

III. HxfCHetmnt 




an idea is growth-enhancing axid dynamic, 
process is developnental and ongoing, 
A practice is most meaningful when intrinsically motivated 



and consistoitly nurtured. 



o as a result is most long^lasting when it is developed fran an 



internal rather than an external locus of control . 



IV. Handicaps 



o can be externally ixnposed such as those manifested in society in 
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the form of attitudinal, architectural, educational and institu- 
tional barriers, 

o can be self-iirposed such as those that result f ran attempting to 
function fran a perspective of learned helplessness and 
d^^endencyr 

o along with words such as "hatJLicapped** and *'handicappist,'* are 
best left to sports wherein their meaning is couched in equity 
and integration rather than inequity and segregation. 



The resources included in this packet had to laeet two iiqpartant criteria. 
Pirstr they had to Ymm potential for enhancing thi) process of self-enpcMerment, 
and seoordr they had to addrees parents and children — regardless of personal 
characteristics — from a hunanistic perspective %*uch recognizes and celebrates 
individuality aid uniquneas and the sanctity of personhood %4iile acknwledging 
tiie interrslatednass of all people. 

<Ihe thne of enpowexnent was purposefully selected. Chlike a narmative 
^ffnfjj^Kgy |Ki||Hits the concept of powar from an extcor^al locus (i.e., to 
autn^^Bl|s9ite power to something or sGmecne) , %#e preferred a dynamic 
ixttmS^^Kfiimft suggests an internal locus of power and control. We believe 
that rliWKniiliMj and crMting knowledge aid developing and nurturing positive 
attj.tudea and growth-enhancing skills will eventuate into enabling behaviors 
that becans an integral part of the self. Self-^npwernent represents a move- 
nwit towards a realization of one's own potential and strength. Furthermore, 
what enpowers an individual will affect the errpcwement of the system, whether 
that systan is the family, an ageixy, a body of professionals or a societal 
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institution. 



The humanistic perspective insists that himan beings axe motivated tcward 
unity and %^lenBSs and are alvyays in the process of becoming. As sue*, hunan 
personalities are infinitely expandable when the arphasis in functioning is on 
possibilities and potentials. Ihere are no givens that iirply that a particular 
systen (an individual or a fendly) is handicapped because of certain cl -acteri- 
sties which my be present or lacking. The hunanistic view also emphasizes 
relationships, rather than isolated parts, and the inherent dynamics within 
relationships. This is particularly relevant when addressing either family 
systans or professional systems. 

t 

BESCURCES IN THE PEP ? 

The binder we selected to encase our materials is deliberately large. In 
keeping idth our view that people are dynndc, and therefore, so are their needs 
and interests, we chose a thr ee rintj binder so that resources could continually 
be qpdated, added-to or dinged as the user sees fit. Our intent in providing 
resources wes to contribute to the process of eelf-eDfXMermeRt by sharing vAiat 
we hove found ot dsveloped thus far. 

ol'the materials will be meaningful contributions to the rea- 
of cnpowering resources. Others may not be, as meaning- 




^^^'''i^^^HK^^^''^^^^^* ^ selections were based on results of a state- 
wide mm assessment conducted in 1985 among parents and a variety of hiimn 
service professionals in the OomnDnwoalth of Massachusetts and on an exhaustive 
review of the literature. TO reiterate, our best source of identifying needs 
came from the parents who took the time to write down their own experiences and 
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suggestion* in books and articles or who took the tire to talk with us and 
respond to our survey. 

The Pn> should be viewed as a tool rather than as a definitive reference on 
any p-rticular topic. It is meant to be a beginning, not an end in itself. Vte 
have included a section that offers seme suggestions for continuing the process 
of education and resource sharing. We have also included a fonn that was 
designed to elicit feedback from the PEP user as we believe that feedback is 
perhac>s the noet critioel oeaponent in a syitans approach to any product devel- 
opnant or aervioe delivery. 

TMCETS; FfimX CCHES ION. 9XIAL SKILLS MP LEiaHE ECOCATIOM 

FmLlY cohesion, social skilU, and leisure education are manifold con- 
structs. Bk* has varied fonns and instanoea within different franes of refer- 
ence and in differmt tines and space. Bach is given meming through the 
context in which its aenfionents are used. The Project staff addressed each 
construct as sspsrate entities and as concepts that are interrelated: Each 
derives maning from the other when viewed from a dewelopaental and holistic 
Itor •m^l; the family provides the first context of leisure 
and prinary socialization learning and expression 




f, X982; QrtlmBr, 1974). Family cohesion, defined as the 
''ttmt £«dly menters have toward one another, can be seen as 
one diitension of fanily behavior. In addition to emotional bonding concepts of 
separateness or oonnected»8s, it ocMists of such concepts as boundaries, 
coalitions, tice space, friends, decision-iraking, interests and recreation 
(Olson, Portner and Bell, 1982). Family cohesion can be seen along a continuum 
of low to high degrees. 
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Cuhesicjc, fecial izat ion and leisure education cannot be regarded as separate 
entities without incorporating the assvatption that they are intricately related 
to each other and therefore, affect each othar. The reader will find that this 
interrelatedness is evidenced throughout the PEP naterials. 

PEP^S AUDIEMCE 

The PEP vaa a collaborative effort anong parents, professionals and parent- 
professionals. Wfe have atten^jted to gear those efforts tamtd the sane group as 
potential rsaders, but particularly toward psrmts of children with disa- 
bilities that challenge the fandly unit's adaptability and cohesive functioniiig. 
M38tly, is directed to»«rd anyone %*» sinply saaks for imjfa that have sane 
potential for encouraging the bond of hunsnness that we all share. 

NS welcome your iinpressions, critidms and coRtributions to this ever- 
evolving product. Ttogether, in partnership, we can make a difference in the 
lives of each other, aid most ojuxartantly, in the lives of our children. 




Patricia A. Shank, ni.D. 

Project Coordinator 

Boston University Leisure Studies Program 
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EMPOWERMENT 



Through a review of current literature, the notion of 
enpowerment is explored in this section of the PEP. The 
paper is followed by a bibliography which lists several 
resources that have the potential of enhancing family 
ai^xjwemEnt. 
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PAREJfT aiPOWERMEMT: A REVIEW OF THE! LITERATURE 
by Susan M. Hansen and Patricia A. Shank 

Empowerrnent, as defined by Webster (1966), "is the act of giving authori- 
ty or pcwer?" it means to authorize sonething or scmecne, to give ability to 
or to enable sonething or someone. In an attonpt to identify literature that 
addresses the concept of enpowerment as it afplies to parents of children 
with disabilities, one is struck with the knowledge that not much exists. 

To be sure, since the passage of Public Law 94-142 (Education for All 
HandicaK)ed Children Act of 1975), there has been an increasing awareness of 
issues surrounding what has come to be termed, "the exceptional family," 
Many parents believe, however, that although there is a glut of professional 
literature, much of it does not necessarily correlate with their own 
experiences of themselves as individuals, as parents or as the active part- 
ners they know they can be in the education of their children. Finding 
literature that denonstrates a natural respect for family resources, that 
refuses to focus on so-called deficits or to be lured by labels, and that 
shows evidence of a keen kncwledge of systemic phenomena (Coppersmith, 1984) is 
a monunental task. Furthermore, many parents believe that v^hat they read does 
not necessarily correlate with what they know, i.e., what they have observed 
and experienced in regard to the amount and kind of services and supports that 
are available in their own ccmnunities (Buscaglia, 1983? Dickman, 1985 )• 

In this review of the literature, we have attempted to provide a nore in- 
depth look at the concept of enpov;erment, discuss its relevance to families 
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that have a manber with unique challenges, and share with the reader perti- 
nent materials and research that pertain to the corponents of thp concept of 
empcwerment as we will present it. 



When asked to reflect on advice about counseling parents, one mother of a 
child with a disability wrote: 



All human beings can learn fran one another and have e capacity and 
desire to share experiences with each other. No individual has all 
the answers, and this includes many "experts," Parents want the best 
for their children, have concerns that they consider unique to them 
(which may or may not be unique), have concerns for the health and 
safety of their children, want their children to become successful 
adults, want to iirprove as parents, have difficulty in opening up to 
professiaials, find it easier to cotmunicate with other parents, know 
more about their child than anyone else, and ha'Te the ultinate 
responsibility for their children. 

Parents of handicapped children have a sense of failure as a result 
of producing a handicapped child. They need support and reassurance 
in their roles as parents; need to know that it is OK to have both 
good and bad feelings about their handic^ped kids; need to 
understand that they, as well as the child, are growing and changing; 
have the need to nurture their child while recognizing its striving 
for independence and separation in its growth to adulthood; and yet 
need to accept and understand the limitations the handicap may place 
on these goals. Most of all, the special knowledge and expertise of 
the parent should be recognized by the professional (Murphy, 1981, p, 
94). 



The needs and concerns so well articulated by this mother exeirplifies 
those that will be addressed in this paper. Qie of the key issues we have 
found is the need for taking seme of the pressure off parents so that they 
may perhs^ feel more able to adopt vrfiat one professional has tenrHd the 
"five R's of family life": Regularity, Routine, Repetition, Relaxation and 
Reinforcement (Thrash, 1978), 



The need for tangible resources that contribute to a parent's quest for 
sell -empcwerment is paramount. Much of the professional literature available 
demonstrates a di^sturbing bias toward an emphasis on family dysfunction, often 
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highlighted by the language used such as "the handicapped family" (Roberts, in 
Coppersnuth, 1984, p, 3), Counseling techniques, experimental programs and a 
plethora of data are plentiful; however, the reader can't help but react to the 
assunptions of the presence of neuroses and chronic sorrow in the families 
being discussed — as if these states of being are somehow inevitable when one 
beccmes a parent of a child with handicapping conditions , The actual exper- 
iences shared by many parents who have been able to relieve some of the pres- 
sures associated with parenting indicate that there are no inevitables and no 
givens other than this: Armed with appropriate and necessary knowledge, 
skills, attitudes and support, parents are able to take charge and becane self- 
enpowering individuals in spite of the multitude of barriers they confront 
during the process of their own and thieir children's growth and development. 

It is important to point out, however, that empowerment is a dynamic con- 
cept, Cne parent, e^q^ressed the process in this way: 

As we parent over many years, our actual es^erience is such that we 
plateau and are very much in control for many years. Then we are sent 
back to the helpless feeling many of us dealth with at the onset of the 
birth or diagnosis as we approach an une^qpected operation or other 
stressful event. We soon rally and take charge again, but the reality 
of tho highs and lows of parenting a child with a developmental 
disability are ever present. 

Figure 1 on the following page demonstrates soroe examples of the canbina- 
tion of personal resources which contribute to or effect enabling, empowering 
behaviors. They also illustrate the types of issues addressed in the lit- 
erature that lend support to the theme of parent empowerment. 

In A Difference in the Family , Helen Featherstone (1980) signts four ways 
in which a professional can help a family and each lends support to the 



ERLC 



PEP 



KNavLEDGE 



SKILLS 



ATTITUDES + SUPPORT = BEHAVIOR 



Specific Disability Parenting 

Developmental Stages Networking 

Rights/Laws Advocacy 

Resources Available Intervention 

Strategies 



Honesty Respite EMPaVERMENT 

Re spect Network ing 

Reinforcement Counseling 

Acknowledgment Support Groups 



Figure 1: An empcwenrent mccael* 



KNa>ZLEDGE + SKILLS + ATTITUDES + SUPPORT = EMPa^RING BEHAVIORS 

*Shank, P. A. (1986) • Advancing Educational Techniques Project, Boston, MA: 
Boston University Leisure Studies Program, 

Self -empowerment implies that one has developed and nurtured the knowledge, 
skills, attitudes and support necessary to cope with and manage the specific 
challenges one is confronted with, Self-enpcwerment is a continuous process. 
Processing the behaviors leads to further self-OTpowerment, 



Note: The content areas listed in Figure 1 are examples used for illustration 
purposes only and are not to be regarded as all-inclusive. 



variables of enpowerment identified in Figure i, "She states: 



They [professionals] can identify and explain the child's 
problom [knowledge]. They can show respect [attitude] for the 
child him- or herslf, the parent and the relationship between 
than. They can offer concrete ar^sistance — services such as 
therapy [support], education [skills, knowledge] or corrective 
surgery, And^they can support parents emotionally [support] 
(leather stone', 1980, p, 78; bracketed terms added]. 



The purpose of any of these empowering strategies would be to introduce 
what Bateson (1979) labeled, "News of a Difference," Each family will fight 
its own idiosyncratic battles and will look for its own idiosyncratic 
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solutions, \^en approached fran this stance, the literature is indeed full 
of "news" that can iDe interpreted and applie.. to the empowerment model we 
have outlined in Figure K 

In order to understand the impact of much of the literature, one must 
first acknowledge that the introduction of a disability within a family 
system can cause a "structural problem" for that family, Minuchin (1974) 
addressed the need for families to have v^at he called "boundaries" within the 
family system (see also PEP section on "systems"). These boundaries must be 
flexible yet firm. For example, the married couple frees thanselves from their 
families of origin in their attempt to be i'een as a separate unit. The marital 
dyad sets up its own boundaries that allow each person to share and be seen as 
separate entities. The introduction of children into the system cnanges the 
structure further, and thus creates two basic systore, one of parents, one of 
siblings. The two basic subsystems then begin to share and conplenent each 
other. Though Minuchin does not specifically address the "exceptional family" 
in his models, the effects of disability on the organizational structure of the 
family holds true. 

The presence of a disability typically strains the family boundaries at 
two points. The first is within the family itself while the second is around 
the perimeters of the family (Featherstone, 1980, p. 109), Very often, a 
child with a disabling condition has difficulty comfortably "fitting into" a 
sibling subsystem or within the larger system of society. Because of the 
extra time and care often demanded by the disability, parents find that their 
own tisve together as well as the time they have to spend with the other 
children is severely taxed. The organization of the family unit can suffer 
greatly when the enphasis (pcwer) is placed within the needs of any one 
member. 
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Parent empowement is auved at re-introducing balance, that is, restruc- 
turing the family organization based on t^he individual and collective needs 
of the entire family unit. Simple advice pertaining to the need for balance 
may suffice for scne families; however, for others, additional techniques for 
restructuring are required as evidenced by literature content and focus. We 
trust that the reader will determine his or her own needs v*iile reading the 
infontation we have been able to glean from the literature review. 

We have divided the re^dew into four sections: Literature that pertains to 
(1) knowledge, (2) skills, (3) support, and, (4) attitudes, ihe first section 
will focus on the importance of, need for and results of knowledge. The 
section addressing skills will concentrate on research findings based on skills 
training programs for parents. The third section, support services, will focus 
on the relationship of support and enpowerment. And lastly, the section on 
attitudes will review the iiiportance and inpact of attitudes of both profess- 
ionals and parents, alone and in consort or partnership with each other. 

Limitations Within the Literature 

Despite the impressive amc/ont of available literature pertaining to 
disability and its effects on the family system, many of the results assigned 
to specific studies are described as "inconclusive," due, some say, to the 
lack of quality and high standards, poor research design, inadequate 
reporting of essential facts, including essential characteristics of subjects 
such as gender, age and even the exact nature of the disability (Buscaglia, 
1983), Perhaps the most crucial deficiency in the literature reporting 
research results was the lack of the use of control groups and measurement 
devices (Murphy, in Roberts, 1982; Buscaglia, 1983), Populations with disabi- 
lities are quite often ocmpared cnly with each other. The importance of such 
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control groups cannot be underestimated as they enable the researcher to 
evaluate (hypothesize) the specific effects of treataients or experiinental 
variables. The presence of control groups, however, does not always guarantee 
meaningful comparisons: oftentimes, when researchers did use a control group, 
they failed to report how their samples were selected or to identify the 
criteria used for matching subjects. Sane studies used vague terminology when 
reporting changes or advances made through certain interventions. For example, 
a child's behavior "improved," or parents "benefitted." Fbr the purposes of 
this paper, many studies were reviev^, but not included here because of the 
evidence of limitations such as those addressed above. 



KNOWLEDGE 

In a study evaluating the impact of stress in families with an infant with 
disabilities, Beckman (1983) concluded that professional's views of parent 
involvement in intervention programs need to be expanded to include knowledge 
about the potential impact of the child on the family. Such an expanded view 
was regarded as especially important at a tine when parents are being encou- 
raged to care for their children at home. 

Featherstone (1980) echoes the same sentiment when she writes, "Parents 
need infontation about their child's problems," (p. 178) as does Dickman 
(1986) vghen he wrote, "It is better to know , even if it is a shock, so you 
can ^ (p. 30). Featherstone furthermore states that at the nost basic level 
there is the need for information about the initial diagnosis, and beyond 
that, the origin of the disability and its inplications for the child a life. 
Several parents have e:q)ressed their personal agonies related to not knowing 
vAiat was wrong with their child (see for example, Dickman, 1986; Kushner, 
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1983; Barsch, 1968) very often because of an "overprotective/' insensitive or 
unknowledgeable physician, and the resultant feelings of ha.ving lost pre- 
cious and valuable tiine in getting the services and support needed. Most 
parents are aware of their child's problems before anyone else; howe^r, they 
need adequate, candid, clear and appropriate information before they can 
begin the processes of pro-action and intervention on behalf of their child 
and themselves. 



In his book, Special Children, Special Parents, Murphy (1981) devotes one 
chapter to the theme of learning. In it, he quotes several pai'ents who have 
had positive experiences with professionals and agencies, thereby stressing the 
iitportance of information, Oc\e parent shared the following to which we again 
add our bracketed variables of eirpowerment : 



They included me in the activity planning right fron the start 
[attitude, knowledge, skills]. She not only did her own job but 
always tried to keep me informed of all the other services and 
agencies we'd be needing. She'd go out of her way — she was 
really concerned [knowledge, attitude]. 

The clinic shared everytiiing with us ~ what they knew about 
Margie, giving us copies of inportant records, treating cs with 
respect [knowledge, attitude]. 

She helped me feel better about my son and about myself without 
kidding anybody ~ I mean, she helped us see the limits, too. 
She helped me to get beyond "whose fault" to "nobody's fault" 
[attitude, suj^rt], (Murjiiy, 1981, p, 149) 



Wolfensberger (1983) in discussing his normalization-based app^^^ch to 
intervention encourages counselors to deal with exceptional parents/ families as 
equals, thereby encouraging the relinquishment of the "expert" role. He poi. ts 
out unconscious assumptions h i by nany professionals when he wrote the 
following: 

Sharing of all available information surrenders control and 
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the professiona] workers [feel they] should have control of the 
situation. Knowledge is pDwer, and when one person achieves 
knowledge equally with another person, the previously rnore 
knowledgeable person surrenders or loses his or her superior 
power position. ( Wolfensberger, 1983, p. 20) 

^^tolfensberger explains that sane professionals need control because of 
sane personal inseairity rather than an ideologic 1 belief that pertains to 
a sendee relationship. Other professionals assume that clients [parents] 
"are stupid and simply would not understand the inforTiBtion" even if it was 
given (Wblfensberger , 1983, p. 20). Wolfensberger contends and bases his 
contencions on his own empirical research, that the contanporary public is 
comprised of "remarkably well-educated citizen-consumers whose citizc^.ship 
status in society gives them the right to Know, the right to make up one's 
own mind, know about and deal \ath one's own [family] condition ... It is 
one's right," he says, "to suffer if one is told urpleasant realities that 
one has either ask^d for of purchased in tlie form of Information" (p. 20 - 
21). Wolfensberger supports a Parent Education Model [skills and knowledge] 
rather than "mentalistic counseling." This education, he believes, should 
include a support network element as well as guidance and information 
specific to each family (emphasis addid) . 

Cne solid and useful strategy addressed in sore of the literature is the 
need for education with regard to developmental and adaptational challenges 
in the present and the future (Featherstone, i980; Murphy, 1981; Buscaglia, 
1933; coppersmith, 1984; Dickman, 1986). When parents possess knowledge 
about potential problems (such as guilt, loneliness, self-esteem, burnout) 
and specific issues (such as sexuality, siblings, education, enployment), 
they vary often feel better prepared and hence, enpcwered when actually 
confronted with the need to deal with them. 
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Knowledge can also empower parents when it involves information aoout 
legal and ethical rights. To most parents, receiving a medical diagnosis is 
frightening if not paralyzing (Feathers tone, 1980; Dickman, i986). Several 
authors, particularly in non-research oriented literature, have discussed 
basic moral and ethical rights of parents (Featherstone, 1980; iMurphy, 1981; 
Turnbull & Turnbull, 1978; Buscaglia, 1983; Dickman, 1986). An underlying 
theme m much of their tings is the right to information . Buscaglia 
(1983) addresses the "right to know" iss-^e more specifically when he posed the 
following rights of parents: 



o The right to sound medical knowledge regarding their child's 
physical or mental problem 

o The right to sane form of continual re--evaluation of their 
child at definite periodic intervals and a tt. i^ough, lucid 
explanation of the results 

o The right to sane helpful, lelevant and specific information 
as to tneir role m meeting their child's special physcal 
and emotional needs 



o The right to knowledge of the educational opportunities for 
their child and what will be required for later admission 
to additional formal schooling 

o The right to knowledge of camunity resources available for 
assistance in meeting the family's needs, intellectual, 
emotional and financial 



o The right to information about rehabilitation services in the 
ccrmunity and resources available through them 

o The right to sane hope, reassurance and human consideration 
as they neet the challenges of raising a child with special 
needs 



o The right to good reading material to help them acquire as 
much relevant information as possible 

o ' h J right to sane interaction with other parents vs*io have 
children with disabilities 

o The right to actualize their personal right5> as grc^s/ing, 
unique individuals, apart from their children, (p. 102) 
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SKILLS 

Perhaps the largest volume of research is couched in the area of skills 
training or the practical application of knowledge. The past decade has seen 
the rapid increase of programs serving individuals with disabilities and 
their families. Research has established the effectiveness of various 
techniques, methods and curricula lor early intervention and for working more 
closely with parents to ranediate the effects of handicapping conditions 
(Linder, 1982). 

One such program is called Parent Effectiveness Training (PET), It is 
based on the premise that "everybody wins" in contrast to the "win-lose" 
aspects of other authoritarian or controlling methods. Winning is clarifying 
what individuals (parent, child, mate, teacher, etc) can and cannot accept 
in themselves and in the behavior of another. What is negotiated in parent- 
child relationships is power. In the authoritarian model the parent has all 
che power and the child has none. In the permissive model, the child is 
given most of the pcwer the parent gives up. In the Effectiveness Model, 
nobody loses: the power is negotiated and therefore shared by both the 
parent and the child with a clear separation between personality and 
performance {for example, "I love you but tha": does not mean I accept your 
behavior"). PET succeeds if a parent overtly or covertly wants to define the 
relationship with a child as egalitarian. Locus-of-control issues, then, would 
be lessened since pcwer would be shared and cormunication and guidelines for 
behavior would be clear. This infers that empcweiment is experienced by both 
parent and child. The issue of parental authority {i.e., child obeying parent) 
is a traditional, situational relationship built into PET and is addressed as a 
function of responsibility for the parent as the ultiirate caretaker for the 
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child. Parents, as suzh, are responsible for and entitled to making certain 
decisions that are perceived as in the best interest of the child and the 
family unit within which that child holds membership. 

Just how effective is the PET program? Rimm and Masters (1977) reviewed 
the literature cor^cerning the efft.cts of PEr on parents and their children. 
Much of the research was considered inadequate by a nurrber and variety of 
methodological criteria, raising questions about its preventative intervention 
strategy. They conoludud mth strong feelings that PET should make a systema- 
tic program of research and evaluation and include this as an essential part of 
training organization (R^jum & Masters, 1977, p. 108). 

In another study, Gordon {19'^7; indicated that parents utilizing 
effectiveness training showed: (a) an increase in trust, self-esteem, and 
confidence in themseJves and in their parental roles; (b) increased trust and 
acceptance of their children; (c) increased understanding of their children's 
behavior: 'd) improveinent in regard to increasing denxxrratic attitudes and 
decreasing authoritarian attitudes and practices; (e) reduced nuntoer of 
problems with their children and an overall reduction in anxiety. 

Several other studies that examined parent effectiveness training or 
specific skill training came to similar conclusions: Programs that respect 
the dignity of parents and childroi, and that provide adequate knowledge, 
reinf orcenent , support and follcw-up in the development and transfer of 
skills into the hone environment work (Nay, 1975; Eyberg & Johnson, 1975; Lin- 
der, 1982; Minor, Minor & Williams, 1983; Garfield and Bergin, 1978; Patterson, 
1974; Salzirger, Feldman & Portnoy, 1970; Rinn, Vernon & Wise, 1975). 

In their bock. The Unexpected Minority: Handicapped Children in America, 
(1980), authors Gliedman and Roth include a sectiai on P.L. 94-142 which calls 
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for the active involvement of parents m almost every stage of the school 's 
formal decision-making process from the initial diagnosis to the construction 
of an Individual Education Plan (lEP). This would include choosing the least 
restrictive environment for their child's education. "Active participation" is 
a term that the authors view as unclear within the law. The phrase, they 
contend, is often misinterpreted by some to rean that "the parents are expected 
to cooperate with the recOTrondations of the school 's experts, and to do their 
utmost to fulfill the obligations of the "sick role" (p. 183). This issue 
could have been included in this paper's sections on Knowledge or Attitudes as 
it deals with the parental right to information and the need for change in the 
attitudes of sane professionals and in the levels of assertiveness of sone 
parents. We have included this discussion in the Skills section because we 
believe that parents have the right and seme the need to be trained as self- 
advocates and partners in the planning process of their child's education. 
Including the right in P.L. 94-142 does not necessarily guarantee that all 
parents have the skills necessary to becare powerful, well-infonned advocates. 
Writer Dickman (1986) in his bock entitled, One Miracle at a Time, presents 
seme excellent guidelines in the form of checklist questions parents can ask 
thoTBelves about the lEP's goals and objectives, program details, related 
services and placenent in the "least restrictive environment." In addition, he 
includes a very helpful chapter on lEP negotiation tips for parents fron 
parents . 

In other sections cf The Paren t EtT^pc^^?e^^ent Packet (PEP), we have included 
a paper on "Parent and Professional Partnerships" and sore worksheets for 
keeping records such as nanes, addresses, or questions asked and answers re- 
ceived. 
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ATTITUDES 

A comprehensive review of the literature Unking attitudes of profession- 
als and their ir.pact (both negative and positive) on the process of empower- 
ment IS certainly beyond the soope of this paper; however, it must be 
addressed as it is an iinportant part of the anpowerment paradigm (see Figure 
1). Although families that have a member with a disability operate under the 
same influences as "typical" families, they are likely to have greater in- 
volvement with scnools, teachers, physicians, social service agencies and 
other professionals and usually have more limited social contacts (Farber, 
1970). They must also cc^ with socio-cultural stereotypes and attitudes 
regarding the disability (Turnbull and Turnbull, 1978; Featherstone , 1980; 
Murphy, 1981). 

The behavior and attitudes of others, especially professionals, are very 
pa^^erful and deserve a gre^t deal of attention as they seem to influence 
elements such as individual beliefs and self-concept, problem-solving, social 
contact, morale, etc. (Crnic, Freidrich, and Greenberg, 1983). They may even 
affect the individual and familial response/attitudes to the exceptional 
child. 

One major flaw in the literature seems to be the "conmon unwilJ ingness 
or incapacity on the part of the professionals to speak or write in simple 
lay people's language" (Wolfensberger, 1980, p. 22). Much of the literature, 
even that supposedly written for family members, seems to be couched in 
academic langauage or jargon. This crit^'cism infers that a great deal of 
rich infonration ray be lost to the layperson in a smokescreen of "erbiage. 

Another criticism of the literature, alluded to earlier, is the evidence 
of the "prejudicial attitudes'' of society and professionals toward people with 

er|c ^° 4G 



PEP 



disabilities and their families m much of wliat is available. This oppress- 
ing at^-'.tude was clearly captured by an anonymous writer in A voice for 
Retarded Citizens , a publication for retarded citizens and their families. 
This article addressed the issue of the placement of expectations upon 
exceptional parents by others and by themselves: 

. . . The parent of a non-handicapped child may skip a moithly 
PTA meeting and no cne may think much about it, while the 
parent of the handicapped child may be said to be uncaring and 
hard to reach if s/he skips a monthly PTA meeting. A working 
parent who tries to do house chores at night and attend to the 
children may feel harried, may scream at the kids or perhaps 
even break into tears. W.ien the parent of a handicapped child 
does these things, s/he may be said to be emotionally out of 
control and perhaps, even in need of psychiatric help. A great 
many couples get divorced, but v*>en a couple with a handicapped 
child get divorced, it is said that the child ruined the mar- 
riage. Parents may proudly claim that their daughter will be 
the first wonan president, and people may consider this to be 
sonBSArtTat amusing but certainly not totally inconceivable. When 
other parents say that sane day their handicapped daughter will 
walk, they may be called unrealistic, unaccepting, and possi- 
bly, in need of counseling. 



Certainly, expectatiois like these, whose reality is substantiated by other 
writers (such as parent/authors like Featherstone (1980) and TumbuU & 
Turnbull, (1978) have a detrimental and "dis-empowering'* effect on parents 
and families. 

Hie most significant attitudinal change deemed necesscury for profess- 
ionals in much of the literature is their tendency to hold stereotyped expec- 
tations and assun^ions regarding parental grieving stages. These assumptions 
bring with theiTi the risk of "pigeon-holing" parents into a stage dictated by 
theory even when these parents may be coping and adapting successfully to their 
exceptional situation (Blacher, 1984). Allen and Afflich (1985) suggest that 
professionals abandon the stage models for grief specifically and instead care- 
fully re-evaluate individual and family coping responses. Recent literature on 
family coping with stressful events suggests that a wide variety of variables 
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influence stress and adaptation in fairulies and individuals and should be dealt 
with individually. This wide rar.ge of variables allows professionals and 
parents themselves to understand the nature, intensity and duration of stress 
responses, the parents' perceptions of the child, and their ability to find 
meaning in their situation and restore a sense of control over their lives. 
Siirple knowledge of such coping strategies may help alleviate distress and 
helplessness as well as help parents maintain a realistic view of themselves, 
their own situation, and their child's condition (Allen and Affleck, 1985). 
The authors seem to be suggesting a more humanistic approach linked to personal 
enipow5rmait, although much of the literature shows that parents feel they have 
more often been treated as patients . . . "surrendering to the professional 's 
conception of parental priorities and duties" (Gliedman and Roth, 1980, p. 
148). 

Until recencly (particularly since the passage of P.L. 94-142), parents 
had seldom been involved in assessment or treatment plans and often felt as 
though things were being said and done behind their back. Even though that 
Law has been in effect since 1975, many parents still aren't aware that it 
exists (Dickman, 1983) and many others feel inadequately educated and prepared 
for actualizing the full participation expected of them. Certain professionals 
are content with assuming the powerful "expert" role, and overtly or covertly 
assune a "father-kncws-best" (and in this case the professional is that father) 
attitude and certain parents are equally as content in assuming the more 
passive, submissive and powerless role (Gliedman and Roth, 1980). 

Hopefully, there is some indication that both distressful attitudes are 
changing, but change rarely canes easily. Professionals need to understand 
that parents know their child better than anyone and, regardless of the fact 
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that there is a Law demanding it, their full involvonent is vital to the 
child's education. They also need to understand that rrany parents need 
support, reinforcement and the actual skill development that will enable then 
to hxccme partners with the school system and that, furthermore, they have a 
responsibility to provide that. 

Parents have certain responsibilities, also, and sane do pertain to 
changing their own attitudes. Some parents have never let go of their own 
guilt and feel that the presence of a child with a disability is the result 
of something "bad" they did (or didn't do); kind of an inappropriate 
application of the old saying, "You reap v*iat you sow." Any difficulties 
encountered vs*iile raising the child then is their "punishment" which serves 
to assuage the guilt. Aside fron being totally inaccurate, this attitude is 
perhaps one of the most self-defeating and destructive for everyone involved, 
particularly the person holding it. It may require lots of help and outside 
support, but the sooner the person realizes tha- producing a child with a 
disability is nobody's fault, the more en^xDwered and free that person will 
be. In his bock entitled, When Bad Things Happen to Good People , Kusher 
(1983) wrote that "'What did I do to deserve this?' is an understandable outcry 
fron a sick and suffering person . . . [however] The better question is 'if 
this has happened to me, what do I do now, and who is there to help me?'" 
(p. 60-61). 

Some parents are quite avare of what their rights are under the law as it 
pertains to their child's education or treatment; however, if there is an 
occasion vrtien these rights seem to be or are in jeopardy, the thought of 
"fighting the system" becomes overwhelming. Fear is a real emotion and many 
parents do feel frightened and intimidated by the huge and powerful bureaucra- 
cies they must confront. An attitude of powerlessness is indeed a difficult 
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one to fight, but fiahtinqis necessary for o'jr own survival regardless of the 
presence of a child with a disability. By giving up our own sense of contro., 
we give up our own power, and therefore, our own freedom and sense of person- 
hood. We effectively throw av^y the very core of our being when we relinquish 
our right to act with purpose and determination. We may stunble, and we may 
fall often in our attenpts at learning how to ccpe and deal with systems. But 
It may be helpful to renember that taking our first steps as a baby was accom- 
plished only because we always got up after we stumbled and tried the process 
again and again until we were finally able to do it under our own control. How 
true the saying that "for every step forward, we take two back" and how much 
easier it is when we're able to add, "and that's OK." 

The literature enphatically suf^rts the notion that parents seek out 
and take advantage of whatever resources are available to them in an effort 
to reduce stress on themselves and the family, thereby increasing their 
ability to cope. Parental health, energy, and morale involve physical and 
emotional well-being prior to and during a stressful event (Crnic, Friedrich 
and Greeiberg, 1983). Acquiring knowledge, skills and attitudes that enpower 
parents and their families is necessary for maintaining that health, energy 
and morale, but we believe that support fron others is equally as vital. 

This next and final section will review the literature that addresses 
this ccmponent of the empowerment process. 



SUPPORT 

The direction of family research fron the 1970's perspective which 
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concentrated xn eight general areas: behavioral management studies; contmu'^i 
of care studies; deinstitutionalization effects; demographic studies; family 
dynamics and ad]ustmeits; institution studies; parent attitude studies and 
sibling studies has changed (Rowitz, 1985). Three new areas of study for the 
1980 s include: (1) parenting (Blacher, 1984); (2) life-cycle studies (Suelzle 
& Keenan, 1981) and (3) Social Support Networks (0 'Conner, 1983; Intagliata & 
Doyle, 1984). 

Social support consists of verbal and/or non-verbal informtion or advice, 
tangible aid, or action that is proffered by social intirates or inferred by 
their presence and has beneficial or behavioral effects on the receipient 
(Qottleib, 1983). Gottleib differentiates social network from support system 
in that a system iitplies a closed institutional arranganent. A netvADrk, he 
writes, evolves, has a history, and is affected by extrafamilial influences. 
The network concept acknowledges that each family matiber has a history and 
changes through the life of the family. The "family" then, beconss and works as 
a support for each matiber, including the parent. Gottleib sees great stength 
within the family system itself for support of it's members. Caplin (in Ro- 
witz, 1984), a psychiatrist, cited nine potential functions of the family 
network [including extended family]: 1) the family as a feedback guidance 
system; 2) the family as a source of ideology; 3) the family as a collector and 
disseminator of information; 4) the family as a guide and mediator in problan- 
solving; 5) the family as a source of practical service and concrete aid; 6) 
the family as a haven for rest and recuperation; 7) the family as a reference 
and control group [reality base]; 8) the family as a source of validation and 
identity, and 9) the family as contributor to emotional mastery. Though much 
research has yet to be done, Rowitz sees these functions as "fertile territory" 
for investigation. We see these functions as vital in attonpts to canprehend 
etrpcwerment and assess existing resources. 
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AnotJier important resource tapped by many families involves networking 
(see PEP sectiori on "Support Groups"). Social netv^orks of excepticral parents 
provide powerfully supportive relationships that may facilitate positive adapt- 
ations through resource sharing, brainstorming and support. Investigations 
have also shown that social relationships and respite support have a tremen- 
dously positive ijmpact on parental functioning as a whole (Friedrich and Fried- 
rich, 1981). 

In 1981, Suelzle and Keenan conducted a study addressing the use of 
support networks by parents of retarded children. They collected survey data 
cross-sectional ly on 330 families and found that parents of younger children 
utilized more support networks and were supportive of "irainstreaming," vrtiereas 
parents of older children had less support and were more isolated. They repor- 
ted that families that utilized support networks had significantly more posi- 
tive relation cliips within the family and between the parents (Crnic, Greenbei-f, 
Ragozin, Robinson, and Basham, 1983). 

Networking, apparently, is often being done informally, so informally 
that much of the process has gone unrecorded within the literature. Theirfeld 
(1984), for instance, submitted a brief article to the Journal of College 
Student Persainel in hopes of encouraging other parents to form their own 
support net>^orks in the workplace. Thierfeld cites networking as an effective 
and necessary tool for pooling resources and obtaining inforrration and support. 
Her article outlined an informal network formed at the University of Rhode 
Island for exceptional parents v^rtio were anployees of the University. The Rhode 
Island Department of Special Education estimated that at least "360 emplovees 
of the approxiinately 3,000 staff and faculty members had children with oome 
disability." These parents represented various stages of coping with the 
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disabilities. The outcome of infooTal netwrking was the formation of a sup- 
port group cal led Dealing with Disabilities ; A Parent s Point of View, which 
included a mixture of single, foster and traditional parents. The group con- 
sisted of "peer experts," sharing resources, support and a forum for airing 
enotions. Most important, said the author, was the availaiDility of parents 
[veterans] who had already "lived through" a diagnosis of disability in their 
child and managed to get through the early stages of coping and managing and 
their contributions of experience and insight to parents of recently diagnosed 
children. Shared information was practical, ranging fran recarmended dentists 
and neurologists to books and special toothbrushes. Fran this infonral network 
of support and learning, respite and emergency hotlines were established. An 
undergraduate Child Development major was utilized for child care during their 
meetings, who was able to offer practical infontation and respite for parents. 

Wblfensberger (1983), in a normalization-based outline of guidance for 
exceptional families suggests that professional counselors can help [to 
enpower] families by giving directive advice vjhen asked, or if one feels 
strongly enough about a potential directive. He believes "it is culturally 
normative to state one's opinions to people" (pg. 20). This advice, he 
asserts, should include spelling out the limitations and biases that may be 
involved in any given solution as well as reasonable alternatives. Active 
support r v*>erein the counselor becores involved in a pycho-educational 
relationship with the family, "may help to motivate and/or enable them [the 
family], as individuals or within voluntary associations, to function in a 
variety of capacities so as to bring about positive policy and cormunity 
changes" (p. 20). Wolfensberger suggests that counselors be sensitive to myths 
and to their own canmon sense with regard to judging how much/what type of 
information a family needs and will be able to handle. Treating the family 
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honestly and with respect, he maintains, will do a great deal to enable 
[enpcwer] the family (Wolfensberger , 1983). 

Family therapy has also been addressed as a source of support in much of 
the professional literature. Turner (1980) suggests that the overall goals of 
family therapy for the exceptional family should first be geared toward 
educating the family to deal with present and future problans. Often, he 
states, exceptional families are dealt with as pathological, when in fact, 
they are merely in need of inforration and support which is rec * istic to 
request fron a family therapy experience. Those areas that Turner suggests 
be addressed in a family therapy situation include: acceptance of the identi- 
fied child's diagnosis and it s realistic inplicationo on the faniily; shift- 
ing from short-term goals to long-term planning (not specific); increased 
education regarding the handicapping condition including misconceptions; 
appropriate display of feelings regarding the situation and the child as well 
as teaching coping strategies; practice in relating as a family? general 
improvement of child rearing practices- increased family involvement with the 
care of the identified child and shared responsibility for meeting the needs 
of both the children and parents. Turner surrmarized that the family therapist 
can best help support the exceptional fandly by teaching probl^in-solving 
behaviors on the part of all family members. 

Perhaps the most significant thane within much of the "support" litera- 
ture, is that of respite care. Joyce, Singer & Isralcwitz (1983) evaluated 
families over a four-month period in regard to the inpact of respite services 
on their family relations, social activities, emotional and physical strains 
and plans for institutional care. Respite care was shown to have a positive 
impact in all of tnese ai'eas. Families caring for younger children viewed 
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the services as more helpful than parents caring for older children or 
adults. Thirty -two famihes v^re evaluated for the in-hcme ipiiie program. 
Mean age of the disabled children/adults was 12.9 years, the age range was 1- 
29 years. The families ased p^i average of 88.5 service hours each during the 
study period. Service hours ranged frcra 4 - 437 hours. Level of care was 
determined through tne use of a 15- item instrument which addressed tnree 
areas of concern: independent functioning, carmunication development, and 
emotional develo[iT}ent. Families, regardless of the disability, were free to 
request as many hours of service as they thought were needed. 

According to the parent responses, respite care had a positive effect on 
family relations. 53% of 1:^ parents either strongly agrr ^ or agreed that 
tliey had been relating better to their disabljd son or daughter since recex- 
ving respite care services. ^Vhen asked whether respite care had helped to 
relieve family stress, 68% agreed strongly or agreed and 16% disagreed. The 
respite care specifically enabled the non-disabled members to spend more time 
with each other, they reported. Respite care was credited for: increasing 
social activities; allowing parents/families to make plans ahead of time 
[rather than just on a "good" day] — they reported doing things that they 
never felt they could have witJiout the respite such as travel or stay away 
for a few days. In general, it seemed the type, amount and quality of 
leisure activities significantly increased. Ttie results of the study 
revealed that 95% of the parents felt that respite care helped relieve physi- 
cal and emotional e^diaustion; 75% said it helped thesm feel less physically 
tired; 77% said they felt less guilty leaving their child. 86% strongly 
disagreed with this statement: "although respite care services have been a 
little helpful, I could get along just as well wiJiout them." 91% agreed 
that respite care helped them avoid ^'nstitutionalizing their child. 



ERLC 



39 



5;; 



PEP 



Joyce, Singer Isralowitz (1933) concluded that the overall results 
provided empiricd evidence that parents using respite care services see these 
sen'ices as helpful in in^.proving fanily relations, increasing socia^ activit^s 
and alleviating physical and emotional stress. No relationsnip was deiixDn- 
strated oetv/een the nuirber of hours of respite care received and t.ie quality of 
life score, and therefore led the authors to assert that a moderate interven- 
tion can do a great deal to alleviate familial stress. 

Su Fmory 

In concluding this review of the literature on enpcwerment, it seetis 
clear that more and more professionals are becoming interested in addressing 
the issue of parental empowerment. Though oi ^ is able to see that positive 
behavior ctianges may be achieved by providing knowledge, changing attitudes, 
teaching skills and lending support, no "cookbook" solution for parents is 
available at this time. Much of the literature is gathering duist in the 
archives, journals and microfische. I'hat seens equally clear is the need to 
find some way to translate, and therefore, to share much of the research 
findings v;ith those consume^:^ that could really use it — parents of children 
with disabiliti'js. 

Several observations have emerged through this review of the literature: 

1) Exceptional famili'=»s and ways of helping them becone more self-€»Tipcwered 
are idiosyncratic. Perhaps families are best served by a multi-faceted program/ 
guide to empowerment that acknowledges each family's uniqueness. 

2) Funding, though sparce, might better be utilized by professionals in 
finding ways to translate and transport existing research/findings to consu- 
mers rather than onl/ in professional journals. 
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3) Attitudes of both parents and professionals need to be addressed if 
parents are to gam and maintain an internal locus of control. Stereotypes 
of parental helplessness need to be dropped by both sides, and replaced with 
respect and cooperative problem-solving, 

4) Infonration resources need to be made more readily available to par- 
ents, for in sane cases, information is all that is needed to arpovvjer. 

5) Skills training is a necessary component to many empowerment state- 
gies. What seems nost effective, albeit time consuming and expensive, is one- 
on~one training. Perhaps funding could be utilized for training people in 
support net-MDrks to become "peer experts," 

6) Support networks and respite care are effective ways of dealing with 
stress in families affected by the presence of disabilities, 

7) Family therapy can be a useful means of enpowering the exceptional 
family through education and ccmnunication skills training. The family has 
the potential of acting as it's own support network once empowerment is 
achieved, that is, internal control realized. 

Family therapists have the knowledge and skills to contend with the 
systemic organization of the family. But v*at of the family with a child who 
has one or more disabilities? How does the family adapt to, cope with and work 
through a conponent of that system that may not change? One method may very 
well be that of helping individuals gain control over their own lives ~ 
CTipowerment, 
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PARENT B1P0WERMEOT BIBLICX3»PHY 
by Linda Oliva and Patricia A. Shank, Ph.D. 



The books ] Isted below are highly reconrtended for parents looking for 
literature that erpov^rs rather than discourages. Many were written by 
other parents who were interested in sharing their experiences and insights. 

The list is far from conplete. You may have some favorites that haven't 
been included here, so we've added seme blank pages for you to write them 
down. Seme books and magazines you read may direct you to other resources; 
write them dam, too. When visiting your local library in search of a 
particular book, bring the publication infomation (title, author, publica- 
tion date and publisher) with you. Your search will be a lot easier. 

Keep an eye on book reviews included in such resources as the Exceptional 
Par Tit Magazine . The reviewers are typically selected because of their 
expertise in or sensitivity toward a particular subject. 

You might also want to contact seme publishing ccrpanies for their most 
recent catalog of books that pertain to th^ subject you're interested in. 
Your local librarian should hav'e the conplete mailing address for all publi- 
shers. 

NOTE: See PEP section on SIBLINGS for additional helpful resources. 



A Difference in the Family: Life with a Disabled Child 

Helen Featherstone 

Basic Books, New York, 1980 

This sensitive and revealing work tells how it really feels to raise a cba.ld 
with a severe disability. Featherstone, a parent and an educator, provides 
an important consciousness-raising guide that can help parents feel less 
alone and professionals appreciate the problems and pleasures of those v^o 
live with an^"* lu'/e a child v;ho is different. She also includes infornation 
about families in general and how they endure any serious disruption. 



A Handbook for the Disabled; Ideas ar.d Invencions for Easier Living 
Suzanne Lunt 

Charles Scribner & Sons, New York, 1982. 

A practical guide that shews what is a lilable, names and addresses of 
manufacturers and si^pliers, as well as references to other sources of 
infomBtion for people with disabilities. 
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Although . . , Those Who Overcaire 

Barbara Gosline Smith 
Padre Publications, 1981, 

This unique collection of mini -biographies of people who overcame their 
disabilities is indexed by specific handicaps. 



An Easy G uide for Caring Parents: Sexuality and Socialization 

Lyn McKee and Virginia Blacklidge 
Research Press, Prairie Village, KS, 1981. 

Wtitten specifically for parents of individuals with mental handicaps, this 
booklet provides a ooniprehensive ovewiew for parents to help "guide their 
SOTS and daughters toward greater responsibility, sexually and socially," 
The authors recognize parents as the "most influential teachers" and offer 
practical advice spanning childhood to adulthood. 



Behavior of Exceptional Children 

Norris G. Haring, Editor 

Charles E. Merrillr Columbus, OH, 1979. 

This text is useful to parents who want to learn about the field of special 
education. It reviews the traditional categories of disabilities and 
presents stages of development. The book presents descripticais of model 
programs, profiles of outstanding practitioners and theoreticians of special 
education, and descriptions of the major parent and professional organiza- 
tions . 



Cara: Grc^^ing with a Retarded Child 
Martha Moraghan Jablow 

Toiple University Press, Philadelj^iia, 1982. 

The mother of Cara tells the story of loving and raising her daughter v*io is 
retarded. Cara was one of the first infants to be enrolled in an early 
intervention program designed to stimulate development. The book is a sensi 
tive and toixiiing story of the pain and triunphs that Cara brought to the 
family. 



iildren and Adults; Activities for Growing Together 
J. Braga and L. Braga 

Prentice-Hall, Inc., Englewood Cliffs, NJ, 1976. 

This book vas written for parents, grandparents, teachers, babysitters, — • 
"any one toijching the lives of children." Tt was designed to help children 
(birth through age six) and adults grow together. Although not written 
necessarily for children with disabilities, the practical activities presen- 
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ted are based on general principles of grovth and develcprient, and most 
enphasize social and erx)tional develc^^nent. There is a good section that 
lists a variety of resources. 



Coping with Chronic Illness; Overcardng Powerlessness 

Judith Fitzgerald Miller 

F.A. Davis Conpany, Philadelphia, 1983 

This book is written prinarily for nurses to enable them to alleviate 
patients' perceived lack of control. The concepts of coping and powerless- 
ness are e5q)lored in the first section of the book. Part 2 includes a 
discussion of power lessness during vulnerable periods of human developnient. 
Specific chronic health problens and patient perceived control are addressed 
in Part 3. The final sectiai of the book suggests strategies for nurses to 
use to alleviate patients' feelings of power lessness. Sane helpful 
strategies for parents here. 



Coping with Crisis and Handicap 

Aubrey Milunsky, Editor 
Plenum Press r Nfew Yorkr 1981. 

This book is the proceedings of the ^3ational Synposium on Q^ing with Crisis 
and Handicap. The syrrposium evolved as a con^iquence of the itultidiscipli- 
nary involvenent of those concerned about the care of dying and handicapped 
children. The topics that are addressed include medical ethics r the bereaved 
parentr sexuality issues, legal rights of handicappedr sensitive education of 
children about handicapped peers and management of autistic children. 



Educating Handicapped Children; The Legal Mai^ate 
Reed Martin 

Research Press, Chanpaign, IL, 1979. 

This easily understood book discusses the various laws and court cases manda- 
ting education for children with a disability. The book offers clarifica- 
tions of the elusive terms and conc^ts in the legislation such as "appro- 
priate" and "least restrictive environment." 



Families Against Society 

Rosalyn Benjamin Darling 
Sage, Beverly Hillsr CA^ 1979. 

The author reports how parents of children with birth defects recognize the 
worth and value of their children and go cai to become "parental entrepre- 
neursr" advocates for the services that their children rewjuire. 
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Families of Children with Special Needs: Early Intervention 'te c hniques for 
the Practitioner 

Allen A, Mori 

Aspen Publications, Maryland, 1983, 

This source book provides practical infonration to professionals v^o must 
answer the difficult questions parents ask about their exceptional children. 
It provides information to assist professionals in establishing the parent- 
professional partnership necessary to neet the diverse and conplex needs of 
exceptional children- Specifically, the bock explores issues about the child 
develc^xnent process, the inpact a handicapped child has on the family, 
parent-professional partnership and the rights and responsibilities of fami- 
lies of handicapped children. 



Family Strengths; Positive Models for Fandly Life 

Dr. Nick Stinnett, Dr. Barbara Chesser, Dr, John DeFrain and Dr. Patricia 
Knaub, Editors 

University of Nebraska Press, Lincoln, 1980. 

This book is the proceedings of the National Symposium on Building Family 
Strengths, an organization connitted to enriching fairily life, Tlie readings 
represent diverse approaches to building family strengths including descrip- 
tions of existing programs, pressed family social policies, revie^v of family 
life educatiai, sharing research information and discussion of methods and 
techniques for building family strengths. 



Family Survival; Coping with Stress 
Parker Rossnan 

The Pilgrim Press, New York, 1984. 

This bock holds that no matter v*iat kind of fconily we have, we all need 
support systems to replace the disappearing kinship system. The book offers 
step-by-st^p guidelines for developing effective support networks. 



Family Stress # Cbpinq auyi Social Suprport 

I. Hamiltcn, A. McCubbin, Elizabeth Cauble & Jean M. Patterson, Editors 
Charles C. Thanas, Springfield, IL, 1932. 

This book reflects resecurch vrtiich excends beyond a focus on family stress 
alone to an understanding of hew faitdlies succeed in managing lifers 
hardshiips. Coping and social si:ppcrts are major themes throughout the book. 



Helping Professionals Connect with Families with Handicappad Children 

Kathleen Dewereux DeLuca and Sandra Cohen Salerno. 
Charles C. Thcmas Publisher, Springfield, IL, 1984. 
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This book provictes professionals with insights, skills and practical 
suggestions related to working with families. The underlying assunption of 
the book is that it is not "good" or "nice" or "worthv*iile" to work with the 
family of handicapped child ~ rather it is vital. The authors advocate that 
professionals acknowledge the inconparable contribution tliat well -supported 
and informed family members can make towai'd the fulfillment of a child's 
potential. The boc*: serves as a link between theoretical understanding and 
practical application of general and specific recormendations for working 
with family members. 



Heme Care for the Chronically 111 or Disabled Child 
Monica Loose Jaies 

Harper and Rcw Publishers, New York, 1985 

This manual and sourcebook for parents and professionals was written by the 
mother of a child who was bom with a rare neurological illness. She has 
combined research and her own experiences and provided an excellent resource 
for other parents who want to care for their chronically ill or disabled child 
at hone. The book is packed with practical and enpowerina infontBtion on any 
nunter of topics. 



Hope for Families; New Directions for Parents of Persons with R et ardation 
and Other Disabilities 

Robert Perske 

Abingdon, Nashville, TN, 1981. 

This helpful, honest book deals simply and honestly with parents' feelings, 
fears and hopes. The book is full of optimism, humor and sound advice. 



Hew to Wrxte an lEP 
John Arena 

Academic Therapy Publications # New York, 1978. 

This clear handbook provides useful information on the process of developing 
Individualized Educaticai Plans for children with disabilities. 



Learning Can Ba Child 's Play: How Parents Can Help Slower^Than-Average 
Preschool Children Learn and Develop Through Play Experiences 

June Mather 

Abingdon, Nashville, TN, 1976. 

Suggestions and guidelines for play activities that can start in infancy and 
continue through early childhood are presented. 
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Learning to Live wit±i a Disability; A Guidebook for Families 
Institute for Information Studies, 1980. 

This booklet provides strategies for coping rrost effectively with a disabili- 
ty thereby minimizing its disruptive inpact on the family. 



Let Our Children Go: An Organizing Manual for Advocates and Parents 
Etouglas Biklen 

Human Policy Press, Syracuse, NY, 1974. 

This handbook offers suggestions for parents and others advocating for 
children on how to change tl>e system when the child is not getting b's or her 
needs met adequately. 



Living Fully; A Guide for Young People with a Handicap llieir Parents, Their 
Teachers and Professionals 

Sol Gordon 

John Day Conpany, New York, 1975. 

The author, a psychologist, professor and lecturer, has assembled a collect- 
ion of articles that provide constructive and honest guidance. The first 
section of the book offers young pec^le who have disabilities supportive and 
friendly advice on how they can best achieve full and happy lives. The 
second oection offers information for families on a wide range of aspects of 
life with a family member v*io has a disability. This section includes a 
"Bill of Rights for Parents." In the third part of the book, suggestions are 
offered to professionals. 



Meeting the Challenge of Disability and Chronic Illness; A Family Guide 

L. A. Goldfarbf M. J. Brotherson, J. A. Suimers, and A. P. TumbuU 
Paul H. Brooks, Baltimore, M), 1986 

This book addresses the ccniron inpact or effect of disability and illness on 
families. It focuses on the process of problem-solving v*iich the authors 
present as: involving the identification of family values and resources, and 
then following a step-by-step method for finding solutions to the issues 
confronting the family. Each chapter includes a variety of excellent 
exercises designed for family use, either individually or as a group. 



More Than Sympathy: The Everyday Needs of Sick and Handicat^^ed Children and 
T heir Families 

Richard Lansdown 

Tavistock Publications, London, 1980. 

This bock is written for professionals who work with children with disabili- 
ties and their families. The author bases his approach on two assumptions; 1) 
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"forewarned is forean-ned*' - stressing che need for knowledge, and, 2) "trou- 
ble shared is troubled halved" - stressing the need for support. Topics 
addressed in this book include behavior problerns, sex education, play and 
medical aspects of disabilities. 



One ^4iracle at a Tixve 

Irving R. Dickman with Sol Gordon 
SiJTOn and Schuster, New York, 1985. 

Here is an outstanding book fron parents to parents. It is about "hew things 
are," not how they are supposed to be. Writer Dicknan, hiinself the father of 
a son with a disability, has compiled and blended the experiences of a number 
of parents. It offers practical information, advice and actional support on 
a wide range of topics. 



Ordinary Lives: Voices of Disability and Disease 

Irving Kenneth Zola, Ekiitor 
ApplewDod, 1982. 

D-i^stributed by Disability Studies Quarterly 
Brandeis University 
Waltham, MA 

This interesting collection of stories, essays, poens and excerpts fron books 
by people have experienced living with a disability or chronic disease, 
addresses coping and day to day living. Authors include Christy Brown, Ved 
Mehta, Flannery O'Connor, Adrioine Rich, Betty Rollin, Al.exander Solzhenitzyn 
Martha Lear, Frances Warfield, Vassar Miller, Harold Krents, Eric Hodgins, 
and Andrew Potok. 



Our Special Child; A Guide to Successful Parenting of Handicapped Children 
Bette M. Ross 

Walker, Chicago, XL, 1981. 

This bock, framed in delightful humor, offers practical advice based on the 
author's experiences of raising a son with Down's syndrone. The author 
writes of effective ways of coping ~ at hone, at school, with professionals, 
with relatives, in the ocnuLinity and in the mainstream. 



Parents are to be Seen and Heard: Assertiveness in Eiducational Planning for 
Handicapped Children 

Geraldine Markel and Judith Greenbaum 
Impact, San Luis Obispo, CA, 1979. 

This handbodc provides camtunication strategies to enable parents to effect- 
ively advocate for their children's best interests. Topics addressed include 
non-verbal r.nd verbal cannunication, note*taking and listening. 
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Par^ts as Playmates: A Gaires Approach to Preschool Years 

Joan Millnan and Polly Behrrrann 
H'jnan Sciences Press, New York, 1979. 

This creative collection of games is designed to help parents **tum ticklish 
times into enriching ones" for thanselves and their preschoolers. 



Parents Guide to Teacherese 
Nancy 0. Wilson 

Special Child Publications, 1981. 

The terminology that many teachers use in the process of diagnosis and rone- 
diation of a child 's disability is defined in a straight forward manner in 
this sourcebook. 



Parents of Exceptional Children 

William L. Hevard, Jill C. Dardig & Allison Rossett 
Charles E. Merrill, Columbus, OH, 1979. 

This book is designed to teach* professionals to utilize parents as equal 
partners in dealing with children with disabilities. An extensive discussion 
of behavior nanagsment and hone nanagement is presented. 



Parents on the Team 

Sara L. Brown and Martha S. Moersch, Editors 
University of Michigan Press, Michigan, 1978. 

This book explores the implications of parents' active involv^nent in 
optimizing the education resources that are available to their child. The 
benefits of parent-professional partnerships are also presented in this 
collection of essays written by both professionals and parents. 



Parents f Professionals and Mentally Handicapped People; Approaches to 
Partnership 

Peter Mitler and Helen McConachie, iMitors 
Crocnt Helm, London, 1983 

This bock is based on a European seminar on "^^proaches to Parent Involve- 
ment." It offers an overview of the definition of and rationale for partner- 
ship between parents and professionals and gives a niinber of specific ways in 
which such a partnership can be realized. 
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Parents Speak CXit: Views from the Ot±ier Side of the Two-way Mirror 

Ann P. Tumbull and H. Rutherford Turnbull, III, Editors 
Charles E. Merrill, Columbus, OH, 1979. 

The contributors to this bode are parents of a child with a disability as 
well as professionals working with other families. As professionals they see 
the weaknesses and strengths of their fellow professionals. As parent?, they 
have experienced the problofns encountered by otiir parents of children with 
disabilities. They plead for bridging the gap between parents and profess- 
ionals and relate the need for understanding and assistance to a far greater 
degree than is cannonly provided by professionals. 



Prevention in Family Services: Approaches to Family Wellness 
David R. Nfeoe 

Sage Publications, Beverly Hills, CA, 1983. 

These proceedings of the 1981 National COTferenoe "Toward Family Wellness: 
Our Need for Effective Preventive Programs," presents promising new c.pproach- 
es to the services curraitly offered to families. The book reflect? a shift 
in emphasis f ran an almost total preoccupation with rertedial services to a 
new goal of matching remedial services with corresponding preventive ser- 
vices. T^a:xDugh detailed descriptions of many different strategies aixJ pro- 
grams, the book offers a positive and practical approach to the challenges 
facing marriage aid families today. 



Professional Approaches with Pai'ents of Handicapped Children 

Elizabeth J. Webster, Editor 

Cnaries Thomas, Springfield, IL, 1976. 

This book attenpts to provide professionals with suggestions to help improve 
their practice with parents. Contributors are professionals in a v/ariety of 
fields. Each was asked to state nj.s/her assumptions about parents, to dis- 
cuss the rationale upon viiich work with parents is base^, zo indicate proce- 
dures found "^^ful in prac*"*ce, and to suggest critical issues in work with 
parents. 



Psychological Testing of Children: A Consumer's Guide 

Stanley D. Klein, Editor 

Psy-Bd Corporation, Boston, MA, 1978. 

This collection of articles about psychological testing ccm enable parents to 
understand vrtiat the testing can and can not acoorplish. 
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Raising the Exceptional Child; Meeting the Everyday Challenges or the 
Handicapped or Retarded Child 

Lawerence Zuckerman and Michael T. Yara 
Hawthorn, New York, 197^. 

The authors examine typical misbehaviors that may challenge parents of 
children with disabilities since it is often hard to distinguish which beha- 
viors stem fran the disability and which behaviors can and should be control- 
led. The advice tne book offers is based on the Dreikurs approach to child 
rearing and include?^ the provision of consistency, structure, routine and 
fun. 



Raising the Handicapped Child 

Laura Periman and Kathleen Anton Scott 
Prentice-Hall, Englevvocd Cliffs, NJ, 1981 

This resource book offers ideas, facts and sugg itions that parents may draw 
upon in the process of raising a child with a d^oabil\ty. It j topics 
addressed include coping, identifying medical problem.., developing a good 
self-image, discipline, socialization and planning for the future. 



Role of the Family in the Rehabilitation of the Physically Disabled 

Paul W. Powers and Arthur Dell Qrto, Editors 
University Park Press, Baltimore, MD, 1980. 

Ail of the contributors to this book b^"* ieve that a person's envircnment can 
greatly determine the motivation for and effectiveness of treatment. The book 
focuses on an essential part of that environment — the family. The basic 
thems of the book is that health professionals should understand as many 
influences as possible that can affect the rehabilitation of a person that 
has a disability. The bode is conprised of three sections: (1) Basic Consid- 
eraticns for Understanding the Family, (2) The Family's Reaction to Specific 
Traumas, and (3) Helping Skills and the Family. 



Sa ra and Allen: The Right to Choose 

Je<an Parker Edwards 
Bdvards Comunication, 1976. 

Esp^jially written for parents, this book presents an uncluttered, straight- 
forward discussion on issues of sexuality. Topics addressed include rrastur- 
bation, wet dreams / contraception, marriage and pcurenting. The book includes 
a chapter on moral and ethical concerns. 
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Severely Handicapped Young Children and Their Families; Research in 
Review 

Jan Blacner, Editor 

Academic Press, Inc., Orlando, FL, 1984. 

This book provides a state-of-the-art sunmary of research conducted on 
severely disabLad children and their families. Part 1 of the volume address- 
es the issues of family adjustment to the arrival and rearing of a child with 
a severely disabling condition. In Part 2, the child's influences on the 
family dynamics are discussed. Part 3 focuses on family involvement ?n the 
educational process. 



Solvinq Learning and Behavior Problems of Children 
Mark N. Ozer 

Jossey-Bass, San Francisco, CA, 1980. 

The author advocates for a system whereby parents and children work together 
with professionals to identify the child's abilities and needs in real-life 
terms and to plan services accordingly. Interviews dth children, parents 
and professionals illustrate hov the system can ^-^rk. 



Special Children, Special Parents 
Albert T. Murphy 

Prentice-Hall, Englewood Cliffs, NJ, 1981. 

The author, a clinical psychologist and professor, sensitively explores the 
thoughts and feelings of parents of children with special needs. 



Strdceqies for Helping Parents of Exceptional Children: A Guide for 
Teachers 

Milton Seligiran 

The Free Press, New York, 1979. 

This book offers practical and sensible guidelines for improving relation- 
ships between parents and teachers. The author is very sensitive to the 
needs and feelings of parents. 

Taking on the World; Empowering Strategies for Parents of Children with 
Disabilities 

Joyce Slayton Mitchell 

Har court Brace Jovanovich, New York, 1982. 

This concrete guide offers suggestions to effectively advocate for your 
cnild's need by asserting yourself and enhancing your self-esteen. Specific 
guidelineji for overcoming power lesrness, as£3rting control, being active in 
decision-iraKinq processes and mDbilizing energy are outlined. 
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The Exceptional Child in the Family; Helping Parents of Exceptional 
Children 

Alan 0. Ross 

Grune and Straton, New York, 1964. 

Written priirarily for professionals, this book offers an overview of princi- 
ples which apply to understanding and helping a family. The book is based on 
the conviction that the stress and emotional disturbance associated with 
having a family member with a disability can be minimized if professionals 
who interact with the family around the child help them idapr to their 
special situation. 



The Human Side of Exceptionality 
Dale D. Baum, Editor 

University Park Press, Baltimore, MD, 1982. 

This collection of articles frcxn popular magazines explores the "humanistic 
dimensions of handicapping conditions." The bode is designed to be used as a 
supplCTent in professional traiiiing prograns and includes comventaries and 
discuss ic ^ questions on a variety of disabilities. 



The Special Child Handbook 

Joan McNamara and Bernard McNamara 
Hawthorne Books, Inc., New York, 1977. 

The purpose of this book is to guide parents through the experience of 
raising a child with a disability frcr the initial recognition of the disa- 
bility to possibilities for the future. This handbook is based on personal 
and professional experiences and includes essential information that can 
assist parents in urxJerstanding and dealing with their feelings. 



The Technology for Independent Living Guide 
Sandi Enders, Editor 

Rehabilitation Engineering Society of North toerica, Bethesda, MD, 1984. 

This guide offers information about equipnfent and technology and thieir 
practical aj^lication to the everyr*ay life of the individual with 
disabilities. Includes extensive references to useful publications, resource 
persons, and organizations that can provide assistance. Also includes a good 
guide to sources of toys for children with disabilities. 
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Unraveling the Special Education iMaze 
Barbara Coyne Cutler 

Research Press, Prairie Village, KS, 1981. 

The author, a parait, educator, trainer and advocate, states that parents 
often fail to participate effectively in the education of their child due to 
inadequate organization of services. She offers strategies and direction to 
enable parents to btccme effective advocates for change. 
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TITLE: 

AUTHOR(S): 

PUBLISHER, C1T{, DATE: 

DESCRIPTION: 
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The Family System 

This section of the PEP reviews sor^ of the concepts employed 
in systenis thinking as these relate to the family. 
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THE FAMILY AS A SYSTEM 



It has becanrve fairly conmDn recently for irany numan service organizations 
and professionals (special educators, family therapists, therapeutic recrea- 
tion special ' sts, etc. ) to view an individual and her or his family from a 
systems perspective. Although the jargon and concepts inherit in si'stens 
thinking is sanev*iat familiar to sane pecple (parents and professionals), 
they may not be well understood by everyone. 

We've broken this section on systons into two papers. In the first 
paper, you'll find sane questions and answers that help explain sane of the 
bacics of systems thinking. The intent here was to simplify some of the 
ideas and language you'll hear many professionals use v*en they talk about 
viewing the family as "a systan." 

The second p^r provides i bit more theory for those seeking it. Un- 
doubtably, there's more to "systems thinking" than what has been provided 
here so if your appetite has be&\ whetted for more depth, we encourage you to 
consult the references that follow the second paper. 
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FIVE QUESTIONS Am ANSWERS ABOUT THE FAMILY SYSTEM 

Question ; I've heard seme professionals talk about our "family system." 
Why is it called a "systero"? 

Answer ; Imagine a mobile suspended over a baby's crib. Parents usually put 
them over the crib to brighten up the haby 's environment ard to provide sane 
visual stimulation for him or her. That's the purpose of a mcAile. This 
mciDile is made up of several unique and colorful forms that are attached by 
string or wire to the center of a bar or another form. When you touch one 
of the fonns, the whole unit will m:^e. If you blow on it or there is a 
breeze in the roan, all the parts will "dance." The interesting thing about 
mobiles is that they move v^ether we touch them or not. That 's because of 
the un-seen energy in the environment. If you were to hang something heavier 
on one of the forms, the whole mobile will beccme lopsided ard wouldn't mDve so 
freely. The mobile vould lose its its ability to respcaid to the energy in the 
environment. 

Tlie mobile can be considered a system because it has parts that are 
ccHinecttd and interrelated; together/ these parts make up the whole mobile 
and give it its purpose. If we were to remove sane of the parts and add 
others, it wouldn't be the same mobile. If we were to take the mobile off 
tl'je baby's crib and put it into a box, it would still be a mobile, but it 
wouldn't be fulfilling its purpose. It vould becone a non-functioninr sys- 
tem. 

The family is like a mobile in many ways. Each of the forms can repre- 
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sent the family menters. Each member is unique and colorful. The central 
form (3n represent the family's values, beliefs and traditions — those 
things that hold tiie whole unit together. Each part of the family is con- 
nected to every other part. There are invisible lines, so to speak, that 
connect them and they are dependent on each other for giving the family its 
purpose. The purpose of a family is to realize its own growth. 

Like the mobile, the family is affected by conditions in the environ- 
nient — it, too, will change when one of its manbers is "touched" in some 
way. For example^ if soneone is ill or cries out of hurt or pain, the wh le 
family will be affected in seme way. Likewise^ if something wmderful 
h^^pens to one of the members, usually everyone will be akle to experience 
the pleasure and good feelings to sane degree, vie can see that the family 
not only is affected by its own environmfant^ but it also af^'^^s that 
envirament. For example, if one person is in a rotten mood, it will affect 
the mood of the other people in the family. Che person may stay out of the 
way of the person in the bad mood, another may try to "fix" it, while another 
may "catch" the same mood not really understanding why. 



Question : Vtiat is meant by the statement^ "Family systems are dynamic?" 

Answers^. .All systems are dynamic. The family system is dynamic, also^ which 
simply means it has its own energy and therefore, it is continually "moving" 
or changing. Because all the members are continually learning^ developing 
and changing^ the system will change also. Like the mobile, we may not 
always be aware of the changes or the energy producing them. 

When a new person enters the family system, it might seem lopsided like 
the mobile was when something affected its balance. Unlike the mobile, v*iic^i 
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requires sanething other than itself to reimve the "intruder," the family c^n 
usually regain its own balance and once again, TOve freely. Hrw well the 
family adapts to the changes d^nds on hew flexible and supportive the 
family environmait is to change in general, and how well each nember of the 
family adjusts individually to the changes. 

Question ; What does "suprasystem" mean? 

Answer ; ''Supra" literally means "above." When the term is used in respect 
to family systems, it means a larger system outside of the family but to 
which the family is connected. It's just like the basic syston, only larger. 
A suprasystem to the family can be the extended family, the neighborhood, the 
cotinunity or society. The family is affected by and affects the suprasystem 
just as it affects and is affected by its own system. For exanple, the 
family is affected by (and affects) its relatives' values, perceptions, 
beliefs, and traditions. So is tlie neighborhood and the cormunity and any 
other suprasystem in which the family is a part. 

CUestion ; Then %*hat is a "subsystem"? 

Ansver : "Sub" means "under." When the term "subsystem" is used in regard to 
the family system, it means snaller systems within the family. For exanple, 
there is a parental subsystem and a sibling subsystem. Another example is 
the subsystem of males and the subsystem of females. The family itself is a 
subsystem of the extended family, the neighborhood, the connunity, etc. 
Whole systems are conprised of subsystems that are interrelated. In our 
mobile, the hanging forms make up a subsystem, the wires holding the fcrms 
make up another. The mobile's functioning is dependent upon the interaction of 
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these two subsystems. 

Subsystems give the larger systeins their identity. They are meant to work 
together in order for the suprasystem to function properly. In order for them 
to do so, there has to be clear and effective connuni cation and ongoing feed- 
back between and among each of the subsystems. Healtny, c^n and honest inter- 
action between and among all family subsystems is essential to the health of 
the v^rtTole family system. 

&iestion: dn you illuitrate what a typical lyitm might look like? 

Ansver: We present here an illustration that shows a number of systems in 
which a person could be a member. Vte also invite you to illustrate your own 
system on the next page. 
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THE FAMILY AS A SYSTEM 
Patricia A. Shank, Ph.D. 
with 
Susan M. Hansen 



We hear rnuch these days about systems. Turn on the T.V. or open a 
nagazine and you're bound to hear an ad for an injector razor "systan," a 
plant food "system," or a recessed filter "system." The advertising world 
has capitalized on the notion that by attaching the word "systan" to a 
particalar product, the consumer might De icr^re inclined to believe in that 
product's superiority. What the consumer cones to learn, however, is that 
the advertised product "system" is no different that any other product that 
is comprised of various parts tha: , at least in theory, work together to 
accomplish some purpose. 

CXitside of the advertising world, the tern "system" has been applied to 
phenomena v^se essence we may not fully understand, but whose comprehension 
and functioning is dependent upon conponents that are interrelated in seme 
way. For example, we may not understand the total essence of the solar 
system, the telephone syster or the transit system, but we can ccnprehend 
that each system has its own unique components that interact in seme way to 
form a whole. 

Although systems thinking, as we shall describe it here, evolved from the 
world of computers, it has more recently been applied to understanding 
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carp lex units such as the family. The applxcability to an individual and 
nis or her family of a theory tliat recognizes interrelatedness and 
interdependence is compelling. It becones even more appediny when the 
issue of self and fanuly anpovN^rment is being addressed • Viewing tne 
individual as a system and then incorporating that individual into larger 
and larger systems (such as the family systan, the school systen, the 
societal system) provides a framework through which the observer can focus 
on the interactions among system comixxients rather than focusing solely on 
one particular person in isolation. The key notion here is that people are 
inextricably linked in interaction with each other. Interactions occur 
through the various modes of connunication we :e. In an interactive system 
(such as t.-ie family), the ccanmunications and behavior of one individual 
affect and are affected by all the other components or mOTbers of that 
system. Each system component (called a "subsystem") interconnects and 
influences the larger system. 

Viewing the individual and the family fron this perspective lends 
credence to the notions of empa^^rment and family cohesion. What empowers 
one will affect the potenL^'al for enpowerment of otheis in the family, 
Those energies of interaction that eni^nce family cohesiai, however, also 
have the potential of harming the emotional ties among family iranbers if 
diere is too much or too little. Centralizing most or all of the power in 
one family matter can wreak havoc within the family system and certainly 
affect that family's healthy, growth-oriented functioning. The key is 
recognizing the central inportance of each of the family's canponents and 
balancing the distribution of power and caitrol amcng the components. 

Because ol each individual's and system's complexities, the process of 
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individual and family growth is not a particularly easy or smoot±i one. 
Growing pains arp inevitable pnd typically upsetting to the status cruo of 
the system, Under'^taiiding what is happening from a less eirotional, more 
systeinatic stance is far more productive than falling into a "head set" that 
needs to blame som=!one or san e thing . Interactions occurring within a system 
are dynamic not static because syst^s thanselves are: They are constantly 
in flux and changin^ because of the shared energies within. 

We have included this section on syw^sms concepts because of our belief 
in their application to the intent of the PARENT EMFOWERiME NT PACKCT (PEP) ; 
that isr to share ideas and resources that have the potential to enpower. 
Understanding the family as a system enables a better understanding of the 
value and inpact each member of the family has, 

WHAT IS A SYSTEM? 

A system is a set of interrelated, interdependent unit interacting for 
sane purpose. Within aanplex systems, tliere are a number of subsystems or 
elCTients that provide those systems witl. cheir uniqueness. If those 
attributes were to change, the system itself would be different. The 
purpose of any systems is realized through the interaction o its elements. 
The processes in which famj-ly manbers engage, for example, will help (or 
hinder) that family's cohesiveness or its purpose of attaining cptiinal 
wellness* 

All systems are part a larger systems or v*iat ars referred to as 
"suprasystems," The family, for example , is a subsystem of the extended 
family. The extended family affects and is affected by the singular family, 
and vice-versa. All systems cperate in an environment. An environment is 
cOtTprised of factors and conditions outside of the system that afreet and 
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are affected by the system. For exeirple, the irrilvldual who is the s,.Uest 
unit (subsystem., in a fa^ly, affects and is affected by tne fa^ly envxrcn- 
T^lt. That envircnmsnt is ccnprised of norms, values, traditic^s, beliefs, 
str-.ctures, etc. Tte famly itself is a subsystem of the ccrr-unity in which 
it resides. Ihe comunity also has its particular environmental characteris- 
tics such as neigh.-ors (and their systers), schools (and their systers,, and 
each of tJ«se have their econanic conditions, nonns, values, etc. These 
attributes influe„.e and are influenced by the individual families makin, up 
that camrunity. 



DIFFERENT KINDS OF SYSTEMS 
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The type of system we have been discussing so far is called a "distribu- 
tive" system; one that is oanprised of smaller systans that are connected to 
and influence each other. It is interoonn«:ted and interdependent. Fach 
ocrponent interacts with all other <xrponents. Control and power is evenly 
distributed and the syston is in balance. 




Figure 1: A distributive systan 
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Figure 1 illustrates a distributive si^tar.. This po^-ticular configuration 
is significant because it can be used to represent a healthy family sys'-on. 

A second type of system is referred to as a "totally integrated systan." 
Figure 2 illustrates this type wherein the entire system is dependent upon 
sate central conponent that serves as the "brains" of the operation ~ the one 
part that controls the entire system. 
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Figure 2: A totally integrated systaii 

It can be readily seen that if the control ILng ocrponent breaks down, the 
entire system will ccme to a halt. Furtherrore, there is little or no mean- 
ingful interaction between and among the s^ uteri's ccxnponents — the locus of 
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control resides within the c ;tral component, in effect rendering the other 
system ccmponents powerless and dependent. 

Applying this illustration to a family, the reader can see where one person 
IS the central figure, that is, the one cliarged with rreeting all the needs 
(the nurturer or the rescuer) of the entire syston, or around whan the entire 
system attenpts to function (the controller). The stress on the "nurturer" 
would be intolerable and within a shore period of time, the entire family 
system would break down and become dysfunctional. The presence of a "control- 
ler" would be equally as devastating to the health of the system. The inter- 
relatedness among family members is absent and all the power and control in 
the entire system is located within one manber. Family cohesiveness and 
healthy functioning just isn't tound in the totally integrated system if it is 
allowed to continue — the stresr and pressure on the one corpaient would be 
too great for the system to tolerate for coo long. 

This is a helpful analogy to which we shall return. At this point, let's 
return to the individual, the smallest unit in the family system. 

THE INDIVIDUAL 

Understanding ourselves as a unique system ccnprised of interrelated sub- 
systems is not difficult when we approach the task from a physiological per- 
spective. We know sanf^ttiing about the systems identified as c Jdiovascular , 
neuromuscular or qastrointestlra 1 for exanple. These systems are coiprised of 
elements that interact in seme way to form the w.ole. They provide each other 
with information and feedback, in fact, the health of the individual (the 
larger system) is dependent on the information and feedback ttet is exchanged 
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between and among each of the ccmpcnents or subsysten^s. 

The individml also has her/has c^vr. self -perception and behaviors uiat are 
part of her/his wholeness and that influence the experience of self. The 
behavior txhat individual errits demonstrates answers to the questions of "Who 
am I?" and "What am I in relation to others?". Responses or feedback frcm 
others are interpreted by the individual through his or her am perception 
which can be self-enhancing as well as self -limiting. For example, if an 
individual consistently hears positive verbal and non-verbal messages about 
herself as a valued, capable person, she is more likely to incorporate those 
messages into her own self -perception. If an individual consistently hears 
messages about ^lis lack of ability or worth, he will be inclined to believe 
that he is not very important or capable. Feedback is vital in systans 
thinking whether applied to understanding tJie individual meniber or the family 
as a whole system. 

THE FAMILY 

The family is more than just a collection of individuals each with their 
own pnysiological and psychological attributes and dynamics. It is the int- 
eraction of these individuals that provides something more than merely a sum 
of the parts. Each family has its cMn personality, its cwn inner life, and 
this life (environment) can be growth enhancing or inhibiting. Attempts at 
trying to understand an individual without sane knowledge of the social con- 
text within which s/he functions seems narrow. It is for this reason, per- 
haps, why more and more professionals (educators, therapists, social workers, 
etc. ) are incorporating a systems approach toward interveuticxi. Understanding 
concepts integral to this approach may be helpful to the PEP reader who is 
trying to give sane perspective to his or her unjique situation and participa- 
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tion in various systanns (family, friends, work environments, etc.). \<hat 
follows is applicable to any system, not just family. 

SUBSYSTF. S WTHIN THE FAMIU 

Without going into the genesis of humankind, it might b^^; helpful to begin 
the next illustration with two individuals vAo join together. Each individual 
brings her or his own genetic make-up, personality and behaviors, which as we 
have seen, vere greatly influenced by their own family systCTis or families of 
origin. The two joined individuals s^rate thennselves (i.e. differentiate) 
frc«n the original systens and establish and comiit themselves to their own new 
system (see Figure 3). Relationships with the extended family and friends 
becone realigned to include the partner. 




Figure 3: Establishinent of a new system 
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This new systen {like all systans) will have its own unique feat'ores. "There 
will be boundaries or invisible lines which separate this system fro-, all 
other systems. Hopefully, these boundaries will be flexible rather tiian rigid 
so that autonomy can be maintained without closing off connections to the 
outside world r 

In addition to boundaries , there will be rules that the new system will 
establish. Rules reie^ to the uiplicit and e5^1icit agreertents the couple 
will make that w^ll guide and influence their interactions. The expectations 
each partner has of the other are part of their rules. 

The new system will eventually establish its own identity which is molded 
through interactions with each other and with other systems outside of their 
own. Roles will be established as will the system's own norms a'ld values. 
Value judyements about who should do what are often referred to as "role 
assignments." Role assignments can be overt or covert. For example, overt 
assignmE^nts may be fairly simple such as one individual being responsible for 
cctivities typically associated with men and the other individual responsible 
for those typically associated with wanen. Covert assignments are harder to 
discern. For example, one individial may be assignrd the role of scapegoat 
while another may be assigned the role of peacemaker, or rescuer, or leader or 
victim. 

Norms and values develop as a result of conbining those that each person 
brings to the relationship usually after seme negotiation. These norms and 
values will help define what is caisidered appropriate and inappropriate 
behaviors for the systen. 

'^en a child or a third person enters into this system, the structure 
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becomes redefined. Struct^ure refers to the fanuly's overall subsvsteins, 
suprasystems , nomis, values., roles and boundaries. Naturally, the more people 
entering the system, the more canplex that system will be. The invisible 
lines ^oetvjeen subsyst ms, as well as the subsystons ' needs and expectation 
will all change. There will be a period of readjustment while the system 
attempts to re-establish equilibrium or harmony amaig all the ccmponents. 
Acknowledging that individuals grew and change provides a foundation for 
understanding that a system is sonething dynamic; that is, it is constantly 
making small readjustments to acconmodate individuals' as well as its own 
growth and developmfrnt. 

SYSTEM COMPLEXITIES 

It's worth repeating at this point that all systems function within an 
environment and that each subsystem is interconnected with and influences the 
larger syston and all the other subsystems. The family interacts and exchan- 
ges information, that is, it ccnmunicates in a variety of ways in a variety of 
situations and it gives and re^nds to feedback. 

A healthy environment is caie that provides stability, yet remains flexi- 
ble enough for each of its ccnponents to grow, develop and differentiate 
'iiilquely. A healthy family system is one that acknowledges change and sup- 
ports individuality. It is an organized, unified whole that manages informa- 
tioi, rules, consequences and e^q^ectations . It 

is affirmative in its attitudes and shows rrspect for the 
view of other family manbers. There is a firm parental 
coalition; however, they show openness as well as directness. 
Flexibility is doronstrated in the understanding of 
motivations and needs, and there is spontaneity in the 
interaction as members takes initiative in showing unique, 
individual qualities . . . Each family member is seen as 
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capable of contributing and the family shares values which 
allow separaticn, loss and change to be handled .^bate, 
Ganahl & Hansen, 1986, p. 21). 

The healthy family also recognizes and affords each individual with a 
"range" of f sanctioning (Kaplan & Kaplan, 1978), i.e. a continuum, view of 
individual behavior that says in essence, "We all have good days and not-so- 
good days." When behavior exceeds the range on either end, the family knows 
that something is not right- with one of its nembers. 

Family functioning can be understood f ran a perspective that looks at 
the cohesion or glue that holds the system together (or not as the case may 
be), the family's adaptability in response to change and stress, and the 
family's connunication (Olsen, Russell & Sprenkle, 1979). Olscxi, Russell and 
Sprinkle (1983) define family cohesion as "the emotional bonding that family 
monbers have for one another." (p. 70) These authors state that family cohe- 
sion includes emotional bonding, boundaries, coalitions, tine, space, friends 
decision making, and interests and recreation. Cohesion and adaptability can 
be seen along a ccntinuum from high to lew. A family that is too involved or 
over-identified with each other is considered "enmeshed," while not enough 
cohesion indicate'; that a family is "disengaged," characterized by emotional, 
physical and/or intellectual isolation. 

The authors define adaptability as "the ability of a marital or family 
system to change its pcwsr structure, role relaticxiships anu relationship 
rules in response to situational and develc^xnental stress" (Olson, Russell & 
Sprenkle, 1983, p. 70). They see adaptability as being composed of the co • 
cepts of family power (which includes assertiveness, control and discipline), 
negotiation styles, role relationships and relationship rules. The adapta- 
bility continu:jn has four levels- On one end, adaptability is rigid, while on 
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the opposite end, adaptability is chaotic. The two levels in between are 
called structured, which indicates xow to moderate adaptability, and flexible, 
indicating .-node, ite to hign adaptability. Both cf these levels indicate 
optinul family functioning whiie the extrannes indicate pathology (Olson, 
Russell & Sprenkle, 1983), Ccnmunication is seen as facilitating cohesion and 
adaptabil ity . ^ 

Because families are seen as dynamic, not static, cchesion and adapta^ 
bility levels nay vary situational ly. However, the nore stable the fandly 
unit is on these dimension, the more likely that family will be able to handle 
extrane stressors and crisis. This notion is particularly relev^^it to those 
family systems that include a member with a disability • 

EFFECTS OF DISABILITY 

The effects of disability on the intricate web of the family systein 
unquestionably increases the complexity of that systan, but does not necess- 
arily lead to that family's dysfunction. It is impcrtai.t to remember that 
(a) all families differ, (b) all families have their cwn unique challenges 
and needs, and potential resources for adapting to and meeting these, and 
(c) all families are dynamic and therefore able to change those attributes 
that can be clanged provided the desire and the ability to canmunicate that 
desire is present. Families evolve, change and transform somstimes subtly, 
scmetimes radically. Hew well each f am* ly responds to its own dynam^^cs is 
dependent upon its competency in handling Lhe tasks with which it is ccn- 
fraited. CertaJ.n abilities must be present for the family to function 
competently. 



PEP; SYSTEMS 



FAMILY COMPETENCIES 

The presence of problem-solving skills and open, effective conmuni-" 
cation are perhaps the most nTportant abilities a farraly can possess for 
confronting and managing its day-to-day functioning and its particular chal- 
lenges. Effective problem-solving requires a coordination of effort airong all 
family mennbers and an awareness on the part of each meT±)er of his or her 
contribution to the problem-solving process (Reiss, 1980), This implies the 
need for an environment trat encourages autonomy or each meniber's taking 
responsibility for his or her own thoughts, feelings, and behavior. 

Beavers (1982) has stated that in sharing tasks, optiirally functioning 
families have the the capacity to "accept directions, organize themselves, 
develop input fron each other negotiate differences, and reach closure coh- 
eroitly and effectively." (p, 51) These abilities suggest that individual 
monbers have a strong sense of self-esteem, something that is established, 
maintamec' and nurtured by the overall system, 

L 'Abate (1976) views optiiral family adjustment to challenges as occur- 
ring as a result of the family's ability to establish clear and appropriate 
priorities, boundaries and canramicatiwn patterns (congruence between verbal 
and non-verbal messages). He identified appropriate priorities in the family 
as follows: self, marriage, children, parents and in-laws, work, leisure and 
friends. "Clear boundaries" pertain to the continuing process of differentia- 
ting the self fron others. Congruence of cormunication patterns is defined by 
the degree of match between verbal and non-verbal messages. 

Establishing boundaries may be one of the most essential tasks to con- 
front vfher\ the family system includes an individual with disabilities. It is 
important to remember that each family subsystem has its own boundaries and 
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that these boandaries should not be violated. Perhaps one of the more signi- 
ficant boundary violations ocoors when the parent subsystem interferes -wath 
the sibling subsystei.i because they are overly concerned about the child with 
the disability. Norms or rules may develop that say that this child is 
special or privileged ar.d that the other children (or the parents themselves) 
are less so. This my lead to the establishment of a "totally integrated 
system" referred to earlier vsdnerein one menber of the family controls (will- 
ingly or not) the behavior of and influences of the feedback heard by the 
other members of the family, [In another section of the PEP, the reader will 
be able to beccme more familiar with seme of the particular difficulties con- 
fronted by brothers and sisters, so we won't focus on that herej 

Protection of parental and self boundaries is of paranxDunc importance in 
any family but perhaps particularly inportant in families with special chal- 
lenges. Individuals need privacy for self-reflection, self-developnent and 
self-revival. Couples need privacy to share intimacy, negotiate conflic^ , and 
to support each otner in the difficult role of parenting. Too often, it , . 
becomes easy to lose sight of the emotional banding between the couple because 
of dai^i" family management tasks. It is essential for the parent as an 
ir.-^ividual and for piirents as a couple to carve out space and time for them- 
selves and for each other. 

SOVMARY 

This section of the PEP presented seme concepts basic to a systems 
perspectives of the family, A system was defined as a set of interrelated, 
interdependent units inizeiacting for sane purpose. A family can be regarded 
as a system that exists for the purpose of its own developrent and mainten- 
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ance. It is comprised of subsystems that affect and are affected by each 
other and the larger systaii. The family's purpose is realized through the 
interaction of its components and through interacuion with what -'^as referred 
to as suprasystems. The environment both within and external to the family 
systar. provides the coitext within which norms, values, traditions, beliefs 
and stifuctures are developed and rraintamed. 

Two types of systems were presented: The distributive system and the 
totally integrated system. The former was used for illustrating a healthy 
family s^ston wherein control and power are shared and connections and inter- 
dependencies are readily acknowledged. 

Families, like all systems, have boundaries, structure and identity. 
These change as the system itself changes. The healthy family system main- 
tains stability while r^ana.-ining flexible to acorannodate and adapt to the 
myriad changes. The key factors involved in adapting to the effects of disa- 
bility are problem-solving skills and open ^arminication. 

Throughout the PEP, the notion of family systems will be referred to 
often. V>?orksheets have been provided in the manual that were designed to 
enhance family empcwerment, and particularly to facilitate effective problem- 
solving skills and open cormunication. 
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This section of the PEP dejwrribes seme of the issues that 
nay affect the sisters and brothers of iiioividuals with 
disabilities and provides a list of resources particularly 
appropriate for siblings. 
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SISTERS AND BROTHERS 

by Patricia A. Shank, Ph.D. 
and 

Susan M. Hansen 



The family system is canposed of a group of interrelated and interdependent 
parts that change and develop and grow through interaction. Recognizing that 
not all family systems are traditional in their make-up, we are defining the 
"family system" broadly; that is, the family system can be conprised of a 
variety of adult-child relationships. We use the term "parents" here in its 
natural context but also to refer to any adult assuming a parenting role in a 
particular system. 

Each monber of the family is equally iirportant to the overall functioning 
of the system. The actions and growth of any one irenber will affect every 
other member of the system in scne way. Changes in each member of the family 
system will require a functiaial reorganization of the whole system. 

Ihe family system concept is an important one in our attaipts to 
underst«d acme of the issues and dynamics challenging the sisters and brothers 
of the individual v*k) is differently able. [See previous PEP secticai on, "The 
Family as a System."] 

This section of the PEP will discuss sane of the issues and provide sane 
resources particularly relevant to siblings. 
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Family Subsystem Interactions and Boundaries 



Within the family systera, three cYpes of interactions, each with their own 
power and dynamics, must be recognized* First, there is the the interaction 
that occurs between parents. It is within this family subsystem that nest of 
the decision-making power resides (or should reside). Second, there is inter- 
action between and amcaig the children (the sibling subsystem). Third, there is 
the interacticMial system that involves the relatiaiship betwe^ each parent and 
each child. 

Each of these systatis have their own boundaries just as the faiiiily itself 
does, ihese boundaries exist for the purpose of keeping members in as well as 
for keeping umanted menbers out. Depending on the family r boundaries may be 
very looser allowing nearly anyone inside or outside the family in, or they may 
be very rigid r neither allowing marters out or outsiders in. Most families 
fall scmev*iere in between the two extremes. 

Boundaries also exist within and around the subsystems of the family. Ihe 
sibling subsystem has its role within the family and the parental subsystem has 
its role. The interaction between and among subsystems is paramount to the 
health of the entire system. Ttiis is particularly important in families v*ere 
one of its martDers requires a great deal of attention because of the presence 
of a diiaW.lity or chrcmc illness. Often problems develop vten good-inten- 
tioned parents infiltrate the sibling subsyster^ to ocroe to the aid of one of 
its members — usually the child v*io i.^* differently able. The results of such 
actions can be mild or se^^ere, dependingr of courser on the situationr the 
individuals within the situation and the action(s) taken. 

Parents nin the risk of alioiating the sibling sxabsystem from themselves 
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and each ot±>er by getting involved in issues that don't really pertain to them 
or require their input. One of the most frequent mistakes parents make is to 
intrude into the sibling subsysten by unnecessarily coning to the aid of the 
child is differently able. This overprotection can alienate the sisters 
and brothers and can prevent that child f ran ever becoming a real part of the 
sibling subsystem with all of its rights, responsibilities and, indeed, its con- 
flicts. Learning to deal with conflict and its resolution is not only an 
ijnportant part of growing up, but also necessary to the enotional bending 
between sister and brother. For a child to be truly integrated into each of 
the interactional systems within the family, s/he must be allowed to love, 
laugh, fight, esqjress her-Aiiniself , ard live within that system as independ- 
ently as possible. 

Ideally, a family system functions best with both parents interacting in 
equal anounts with all of their children and with each other. Parents with a 
child who has a disability often, but not always, have difficulty acoonplishing 
this because of the demands placed on the family by the disability's chiarac- 
teristics. Certainly, parents cannot ignore these demands. Ttie best they can 
do is to simply be avare that their actions do have am effect on every member 
of the family and that sisters and brothers have special ard unique needs, 
also. 

There are save issues and potential problems ccnf renting sisters and 
brothers that parents can be aware of. Awareness is always the first step in 
problem solving. The remainder of this section, then, will be devoted to 
factors amaig siblings that are present in any family and sane particularly 
iirportant ccMisiderations for the family that has one or more mentoers who are 
differently able. 
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Sane Coranon PrcableoB between Sisters and Brothers 

Participating in ? family systan gives each member an opportunity to 
grow and to learn in a relatively safe environment. Children have a need to 
assert their own identities in order to develop and integrate their own uniq e- 
ness, their own specialness in the family, the peer group and the larger 
society. Their parents and their sisters and brothers can provide the necess- 
ary nurturing for this to occur, ihey, also, though, serve as the testing 
ground for the eissertion of new behaviors and new denands that make their 
presence kncwn, perhaps awkwardly, at different stages in the growth process. 
Ihe results can often lead to family tension and bickering particularly am^ig 
the siblings. Growth processes are not easy. Ihey demand patience and, above 
all, understanding and a cannunication of tnat understanding. 

Every child has the right and need to feel loved and special for each child 
is special. In sane families that specialness is oonnunicated with more ease 
than in others, for every family is indeed unique. In a family that has a 
mentoer with disabilities, the challenge is even greater for establishing and 
nurturing oomunication that says unequivocally: We are all special; there is 
net <xie of us who is more ii^xDrtant than another. Too often, the sister or 
brothe g^^ does not have a disability becomes the person who is handicapped by 

^^^^HRfof another. And, often the cause stems from inadequate caimani- 
catioftlip p^ ^ ovn specialness. 

Sisters and Brothers of the Differently Abled 



There seem to be sane ccninon difficulties as well as ccninon joys encoun- 
tered by sisters and brothers of an individual v*io is differently able. We 
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start this section with the difficulties first, but we d like to point out that 
not all families experience the sair.e things. Every family is different, how a 
brother or a sister will react and respond to his or her sibling will depend a 
lot on their position in the family, the cxiset of the disability, the severity 
of the disability or illness, and the relationship between parent and child. 
It may be helpful to sore readers to become aware of sane experiences of others 
even if just for the purpose of awareness. 



Ccmnunication 

Contunication is the rricst iuport^t issue to be addressed in any family. 
It is perh^ even more fssential that open, honest ocnutmication exists in the 
family with a difference. 

While all brothers emd sisters in any fandly system need to learn how to 
negotiate conflicts, friesidships, fears and worries, the challaige ie often 
greater for thcr>e living with a sibling who is different. Often they are 
confronted with oonflicting feelings and impulses toward their sibling which 
may pcovcAe f ear, angier, frustration, jealousy, and rwentfulness. If there is 
no outlet fo» oeanai^aiting these feelings in a sife, noa-threatening way, 
the anbivnlenoe aud 'bnftjsion will often becxxne coopounded with the existing 
feeUiM^Bwtlt and loneliness. 




Ml family members need to know that they havit a right to their feelings. 
Cb'/ioualy, acne feelings are easier to express than other*, Anger, for exam- 
plMf is one of tdtie most difficult feelings to exfcesa in a oonstructive way and 
Fjerhaps even more difficult for the sister or brother of an individual who is 
different. The angry feeling can stem from a nur*)er of things. Anger can 
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result frcm feelings of being ignored, unappreciated, and overwrked. It can 
result from the peer and societal injustices suffered by the sibling. It can 
stem fran being left in the dark about tne disability itself; that is, not 
being told exactly vrtiat the disability is, vhat it means in regard to the 
growth and development of the sibling or in regard to themselves and their 
future. The anger can be a result of embarrassment over the inappropriate or 
perhaps destructive behavior of the sibling who "doesn't kiow any better." 

Stuffing anger only makes it worse. Sisters, brother and parents need to 
learn and develop ways for opsnly and honestly confronting feelings of anger 
and for coping with its devastating effects. Talking it out helps, but 
sometimes, a E*ysical outlet such as running or exercise will be needed first 
in order to help lessen the tendency toward e:^losiveness during the talking. 
If anger is recognized as the natural emotion it is and that it's okay to feel 
it, families can help each other develop seme positive ways for dealing with 
it. 



welfare and future of their sibling while fearing that they nay have to assune 
the caretaking re^ponelbility. Passing on the illness and disability to their 
own offspring is also a very real fear felt by many brothers and sisters. 

The best defense against fear is knowledge. There is no better way to 



Fear 
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dispel any type of fear. The more we know about whatever it is that is causing 
the fear, the better able we'll be to work through it. 



Guilt 



Guilt is another one of those cxmplex feelings that is very difficult to 
cope with. The guilt can stem from the une^qaressed feelings of anger and fear. 
It can also stem from sisters or brothers feelings of, "v*iy him and not me?" 
when they are confronted with the pain and difficulties encountered by their 
sibling, or conversely, fran feelings of, "Better him than me." 

Qailt is anger turned inside out and directed toward ourselves. The ways 
we develop for dealing with both fear and anger can also be helpful in dealing 
with guilt: acquiring knowledge and aveiues for eaqpression. 

Pressures 

The presence in the hone of a person needing constant care and attention 
may cause real or scnetimBS imagined pressures for the sister or brother, she 
or he may attenpt to take on too mudi responsibility f ca: their sibling perhaps 
in the hope that the disability will go amy, or that the parents will "love 
them, tOQr* Qftent±nBS, sane parents do expect tim sister or brother to exoel 



surrogate fimnt v*ien they get older. Ihis inappropriate role puts a tremen- 
dous burden on the sister or brother arid may also give the sibling the message 
that he or she is unable to achieve independence and live ••like normal people." 

Although it may often seem as if thsre are few available resources for 
assisting parents with the care of their son or daughter who is differently 



the s: 



in 




.^brother will beocme a "mixii-parait" while still a child and a 



tte for the inabilities of the sibling. Or seme expect that 
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able, overdependence on the siblings should be carefully watched for. Yet, a 
certain amount of dependence on the other children is nonial and can actually 
help to make everyone feel that they are vital parts of the family systan. 

Sisters and brothers can be helpful teachers. There is trenendous power in 
the sibling subsystan. Sisters and brothers not only play together, grow 
together and learn togethesr, but they also have inherent talents to teach each 
other. Social, language and play skills are first learned in the hone and 
often through the interacticxis with sisters and brothers. Although this ment- 
oring systan is caimcn in all families, it does not occur naturally in all 
families; it may need to be specifically taught and fostered 

Sisters and brotfiers need to be able to interact and to imitate cer- 
tain behaviors in order to learn fron each other. This implies also the need 
for attoiding behaviors; that is, the ability to attend to stimuli long enough 
to be able to process what is seen and heaid. When one child has difficulty 
imitating or camiunicating or attending, the teaching- learning process is 
nuch more difficult. Sistears and brothers may need help in knowing how to 
"teach effectively." Several of the snaport gro^ and resources listed at the 
end of this diapter can paravide the needed help. Classrocm teachers, 
therapeutic recreators and others can also be tran^ously helpful to the 
entire f4||Uy in their effort to be effective helpers. 

the best way to avoid overdependence and the "mini-parent" 
syndrcme is to establish a clear and realistic outline of sibling respcnsibili- 
tiea and to keep and mcdntain open lines of ccnrnnication aocng all fandly 
menbers. 
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What About the Joys? 

In many f and. lies the joys associated with living with a sibling who is 
differaitly able far outneigh the difficulties. The special challaiges often 
bring with them an extra-special sense of acootplisbment. Little things take 
on a whole r^w perspective and don't seem so little after all. Sharing the 
pride in the sibling's acoatplishHents is one of the greatest ejqieriences a 
brother or sister can feel. 



Living with soneone who is different often eiables the brothers and sisters 
to beoane nore understanding of the diffesenoee in peq^le in general. Differ- 
anoes can be celebrated rathar than 9ihmmSty,1B^ 



r to others will 



enhance their ability to develop a tictk eMymOi^^^ of friends anfl 



a disability, we oom ttt^£|ip[ 
He re much the sane in aony ^«9»r 




« bkothet or sister with 



It after all. 

Sisters and brothers ftl^' UM differently-abled 
special q <w» ^9SM ^mk-'^W!^Wl^. mS^MKIBl- iplffiir^t occurs natura- 




sibling, 
liy 



or her own 



^^Hh^tha form of an 



Hs'll ena this section wi^ scMs suggqilj^ttk^ adqpted fran 

RmbII and Ogle (1985) fioir iioclSlxkg^1sbiie<^ef^m oonukoaUon between 
parents and siblings, for oamunicstioll Is tBlfij^sar thi.Ksy In establishing a 



healthy, functional family systan. we have 



of our own suggestions 
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for coping and foUcw these with a variety of resources particularly helpful to 
sisters and brothers. 



1. Actively listai to the siblings . Set aside sate tiite regularly to talk. 
Your undivided attention is need if you are to be an effective listener so pid: 
a time and a spot where distractions will be few. in order to make sure you 
really have heard what the child is trying to say^ and so the child will know 
s/he has caimunicated clearly^ rephrase what has been said until the child 
agrees with the content. 



2. Tate your time . Be patient as your child devises « personal way to ask 

■ ^- ^ - 

painful, eniaarxassing or Ofvervtelining quastibni. ' SBBBtiOM^charlhij soni of your 
own feelings will encourage the child to b(Bi|il%\4(||^$i^ptt^ 




3* Servi as a model . Children are inKy 
they obaerve parents and professional 

infornaticn, they will quickly learn tlMi't^ii|''|^^ behavior. 




e. When 
M seeking 



4. knowlndi^aMc . Parents are the 
siblings, tba! c^f^witfa? tha disability 

f tile Bxare 





fagaly. The 



'^<£lmBt, infoaned 



vdll learn whaft^Joiil^^^^^f^^fv. 

j^Qone. There will be nany t^aas jist don't know 

I don't know" will ^^^oitj^te^^Mi^ 



especially ikiit it is fallowed by a "But l«e'j4|^\if 



out." If the 



t* # qKMtion is one that will iiiiiii iT|ijpil|'ri"'|f'' ^ ^.^ 

you start "stretching the truth," you jeapardai^t||l^3ipii^^ betweei 



tine. Once 



you and the child. If yo;i need more informatid!! ia Qcdtr to ttoawer a difficult 
question, you both might want to take a trip to a library or to talk with 
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scneom ^» can help both of you. 



6. Provflik Understandable answers , Sonetimes it is difficult to understand 
v*iat type of answer a child is looking for. Be avare that children of differ- 
ent ages will require different types of answers. Fbr exarrplc, the four-year 
old will require a less caqplicated answer than the twelve year old. Questions 
such asr "Do you understand?" or "Does ttmt make sanae to you?" nay help you 
decide to expand or IJiidt an anoNtr, Natch for tfaa ncxi-veriaal connunication 



also. It my ba a lot man temllDf ttett iip^ j^Mig aaid verbally. 



7. ^MiSmS^m^* :ii»;«atftUHlt4<igjgi^ an open, 



^ .V. i\ ^ 




ting on 
isn't fair nor 
ine" vihen it 
as misleading 
t^ltKM that. A 



healthy balanee of hops » optiriisn and reality shduld 8etv« ths fandly well. 
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9. Cm^j^ize on non-verbal camunication . Sane of the strongest forms of 
catituni^tSon take place through ncn-verbal means such as facial expressions, 
body movements, and gestures. These can coniunicate many feelings. For 
exairple, v*iere a brother or sister sits in relation to his/ner sibling or how 
he/she looks at the sibling when addressed can provide much information about 
their feelings toward that person. Parents also need to be aware of the non- 
verbal nessages they give. Children know intaitivBly wiien issues are being 
avoided, misinfannation is being given or if th^ p^^ U ha\,ing a hard time 
coping just as parents know the saae about \itg^^^t!&tBmi- totions do indeed 
agaek Icudac than words. 





!cr sister* 
helpful in 
'l|M'4li^'«^'^lias experiences in 



!Chere are a 



nuDBber of groqps for sisters and brothers and asidft from the excellent support 
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they offer, these groups often sponsor worJcshops and other prograins of inter- 
est. Many hospitals and schools also offer informative seminars and workshops 
that address issues concerning disability. Though certainly not for every 
sister or brother, counseling is yet another cption that can provide advice, 
information, enoourageraent and above all, saneone to objectively listen and 
care. Counseling can prcvide an arena in which to practice basic cotmunication 
skills, evaluate needs, values, and feelings, it can also provide education in 
skill and attitude evaliiatioi and restructuring. 



2. Use rescxiroes available to the entire faad.lv . If respite care is 
available, ua« it. It can be a god-send for nrat^idi^ the fanily bends 
that that are so of^ tested by the effects Ij^^aaMii^, Home-health care 
is another option awdiable in scrae ocraaunities 9» aant special tiansportaticxi, 
different types ot tjjnmx^ assistance, a*»«j^Jaiw^ work 



support, racreatioi pi^:^^ f dr the tmLlyr v&^^^i^a^xe^ parent 
s^pExart group*, ete^'Vj^i^fy your family naCf^^faoMimy^lteA assertively go 

" — — 




or -oughts" 



sters and Brothers offejc the r«!«l»r .a variety of 
,y,|?»lawant to siblings. 
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RESOURCES FOR STRTJNGS OP INDIVIDUAIS WITH DISABILITIES 



NOTE : Several of the resources listed below are also referenced in other 
sections of the PARENT EMPOWEPMEOT PACKET. This is by no means a corplete 
listing of all resources available; however, the individuals caipiling the 
resources felt that these represent a good mix of what is available. The reader 
is encouraged to contact the organizations and associations listed for irore 
extensive information than that provided here. 



ORBAMIZATIONB 



ASSCXIEATION FCR THE CARE OF CHILDREN'S HEALTH (AQCH) 



3615 WiBoonsis Avenue, N.H. 
NEishington, D.C. 20016 
(202) 244*1801 



AOCH sedcs to foster and pccODte the t)wlth 
fandlies in health care mttiim^ It «<te^^^l. 
interested in the care oT ^§«it t^tf d|8atel^#» 
AOCH publishes a qmtiBtl^fjSam^ ^^^^^ 
bibliographies on diffax^ t»j^^^ . 



children and their 
persons 

^ttonically ill. 
p nurber of 



ASSOCIATION FOR CHIUmtf AN) JttXtffS ftOSI 



4156 Library Road 

Pittsburg, PA 15?34 v-^w^- : 

(412) 34W515...'^|5^^p5^'m 

their £; 



2025 Byi" 
Suite 1011 

MMhington, D.C. 200M 
J2> €5>-5l3e 




Usabilities and 
;lities and 
perscxis with 



'St: 

.It' ^ 

jm««Qiiiits of groups 
Wk^flltitetion distributes 



The Gandlelightera Po u naat ia i i« intermtionia M ' 
of parents who hsws cr «ho Hiil children with 

a variety of bibliogn^ihiaa p«:taining to bocks andt statMfiatls'^ on cancer and 
dying for children at various age levels. Die Candleli^^terii also sponsors 
conferences and workshops for fendliesy publishes a quarterly newsletter for 
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parents and a newsletter for teens, and serves as a clearinghouse on state and 
federal pxogranis. 



THE EXCEPTIONAL PARENT 

605 Ccmtonwealth Avenue 
Boston, Massachusetts 02215 
(617) 536-8961 

The Excjeptional Parent itagazine provides practical infonnation to siblings, 
yarrnts, educators and otherl|)rofessionals involved with children and young 
adults with disabilities. 



lET 'S PLfty TO OCW (IPTS) 

Kennedy Foundation 
1701 K Street, N.W. , Suite 205 
Wadiington, O.C. 20006 
(202) 331-1731 

Uiis program is dedicated to bringing infdr-Atloit abbot mi poctiofcj «^ 
for ioplementing play esiperiencss into the livea.of tiliUlipi^idt:) aiBabilll.es, 
their fanilies and friends. The program has an iiit«cmtii^Md nfetuock of ^ 
activity clubs and ptovidss a kit of specially diii#ii«llp^me6. Rurents 
and siblings can use the materials within tim- tH^il^M -tteBO^-ind with other 
family groups. . ' ''r^^^-\^^^^:.~:''''\^'''-; , 




Box 633 

San Bruno, Callfocnin 
(415) Se9-0695 



94Q6«- 



IJ?A M0 estabi, 
duals who 
solutions 




ifl:iptioiii4da organ!: 
Euipoee of £el 
' , tittle persons, 

oiieErtunities far'lEli 
and siblings of: littin 
etber and distributes prinbad 
itional adjustment. 




(or indivi- 
o£ Ideas, 
A special 

'inBdoation and 
Iftfr carganiza- 
aguipnsnt and 



2023 NBSt Ogden kmm 
Ct^cego, Illinois - 01612 
(312) 243-8400 
(312) 243-8880 (ICO) 



Hie society provides direct r^iabilitation services to persons with disabilities 
and published a variety of bocdcs, pamphlets, and reprints for professionals, 
families, and pers(»is with disabilities. 
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NATIONAL INJURY FOUNEATION 

280 Singlettey lane 
Freuniiighani, Massachusetts 
(617) 879-7473 

Ihe foundaticxi, established by families of persons with head injuries and pro- 
fessicaials vdth an interest in this condition, assists persons with head 
injuries and their f and. lies in sedung out needed resources and services. The 
foundation facilitates the fonmtion of family support groups vrtiich exist in 
many locations throughout the country. 



NATIONAL INFOBMATION CEKIER FOR BMDICAPPED CKUaOM AMD YOUTO 

1555 Wilson fioulevazd. Suite 600 
Rosslyn, Vixginia 22209 
(703) 522-0170 



•am mfcxwtioe Omwr i* flidfliiM by tl^ m|^«iiv«MRt of BSucaticn. It 
oolloou and ttma ix^^mmitimt inffj id»a«>^ «r* liel|jft# to persons vdth, 
disabilitifli asA ^j^^SXHitit o^hkra. li iOfililianr, ^ tiwter answers 
9iMti£nft,.«MiSts jMj^ili^^ r!ii3%3f$^<)ft^\9fA iK^litates the 



' - ^HtH^^ ^^^^ 
Htm Itaiveral^; oi 
Sctaool of 




. Iff ' ^ f 




£Kan all regions 
in addition 
of persons 
'getaans with 



fids Mir divliiai orljpniii CItiiins Futuvss, mii«ttM^^tklb; ri«i designed to 
unlta aibllngs of iidmluali with disabilities for tha parpo<» of advocacy, 
diaaeminaticn of infonnaticn, provision of oonfacetxxs and workshope for and 
about siblings and faoiilies, and to pronote public awareness of the needs of 
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people wi Ui di sabilities and their families. Currently, the group is based in 
New York itWte but they plan to establish units throughout the United States . 

SIBLINGS BttPINS PERSONS WITH AOTISM THROUGH RESOLRCES AND ENERGY (SHARE) 

c/o National Society for Children and Adults with Autism (NSAC) 
Suite 1017 

1234 Massachusetts Avenue, N.W. 
Washington, D.C. 20005-4599 
(202) 783-0125 

SHARE was f ocmed as a cannittee ir. 1981 to utilize the talents and perspectives 
of siblings to serve the weUHDeitt; of individuals with autian. A sibling- 
orientfld colmn apfears in the WSy MwoBte. the parent asroiation's bi- 
monthly MMsletter. ' , ;r 



SXKJMGS aorasgCMDIMS M9EDS (SDMI 

Of fiiii«rics^^^^ 
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Social Skills 



niis section of PEP addresses the issue of social 
skills fron a parent's perspective and offers sane 
sound advice for teaching these skills. The author 
has also included scxne suggestions pertaining to 
identi^ing support retworkd. 



SOCIAL GRCWra m CHIIDREN I'HTH DISABIL-ITIES ; 
AN OPEN LETTER FROM PARENT TO PARENT 
by Susan Stemf eld 



Many childrtn mtth handicaps exptriMct significant problems in 
growing socially. In and out oi tht school classroom, in and out of the 
family — the myriad of events both problematic and non-problematic, 
which occur in daily living require the growing child to observe and 
react on his/her own behalf. From sharing toys, to making conversation, 
from feeling emotions to sustaining a sexual relationship, from helping 
in the house to holding down a job, from riding on a 'big whteT to 
taking the '1/ from joining in a family outing to initiating one's own 
leisure, from being kept safe by parents to recognizing and responding 
to danger, from playing with a friend to making and keeping friends— the 
child's social growth is continually noticeable to parents, siblings, 
friends, neighbors and teachers. It is even more noteworthy than 
academic achievement, for the ability to navigate the social world of 
family and friends and peers is the measuring stick of success as a 
social bting. One's academic achievements or limitations 'take the back 
seat' whta away from the classroom desk, and one's social achievements 
or limitations then 'climb into tht front seat.' I don't mean to 
minimize cognitive learning in the realm of the '3R's,' nor do I 
intend to separate social learning from cognitive learning because the 
two are equal companions in helping a child grow and develop to his or 
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her fulltst capacity, but this essay's a-m is perhaps to overstate the 
role and importance o^ social skill development in the lives o^ 
children with handicaps in hopes o^ driving home the message that u^e 
all— parents, teachers, neighbors, family and peers— have a full-time, 
24-hour a day opportunity to teach our children how to navigate the 
world of social 1 iving. 

The ideas presented here have been developed over the past 13 years 
as our family has lived with our son and helped him to grow into a 
responsive social person. Ue have found through a discussion group with 
five other families whose children have similar cognitive deficits that 
our problemf and joys are not unique. For nearly five years of group 
meetings the primary topics of discussion have been around issues of 
social awareness and development. For example; 

-How do you handle being called a 'retard?' 

-Is getting an after-school job possible? 

-How can you improve someone's table manners? 

-Can she answer the telephone ano take a message? 

-Does my child get invited to play or to birthday parties? 

-Can he choose appropriate clothes for school? 

-Can she learn how to ride a bike so as to play with 
neighborhood children? 

-Does he recognize and respond to danger? 

-Will she take turns in a game with rules? 

-Is he taken advantage of by other children? 

-Can she stand in line without bumping others? 
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-Dots he remember to bring his lunch box to the cafeteria? 

-Can she control anger or upset •feelings'' 

-Can hi? pay -for things in a store or ca-feteria? 

-Dots ihf talk to strangers? 

-Can he carry on a conversation with classmates'^ 
'^e there feelings o^ inadequacy when younger siblings 
surpass you in e^^erythino ? 

As 1 read over the above list I am again struck by the ^act that every 
Item on it (with the exception oi the last) is a question we could ask 
oi any child no matter hOM normal their development, the difference 
comes in several ways: at what age are these issues arising, how easily 
will the child learn to do it, how much outside support will be needed 
to maintain the )eve1 of competence, and at what point do you let go 
because you have confidence in the child's ability to act independently? 
The tension and problems arise not b ecause of the social skill itself 
but because our children don^t * eem able to learn it on their 0^11^ Ue 
have found that they need to be taught and re-taught simple tasks that 
other children learn seemingly by osmosis. For example, because we 
don't expect to have to teach a 12 year old child ^ow to answer the 
telephone^ we as parents are not used to looking at all the tiny skills 
that the child must have acquired before he or she can successfully 
complete such a seemingly easy task as answering the phone. For 
example, th« child must know that it is the phone making the noise, that 
by grabbing and lifting the receiver the noise will stop, that by 
placing the listening end to his ear he will hear a person's voice, that 
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the person speaking wants to talk to someone, that the child must say 
something so the caller knows he is there, the cailer will ask to speak 
to someone ("May I talk to your Mummy please?";, the child must say, 
•I'll get her," the child must go and tell Mummy that she has a phone 
call. Uhat happens with most children is that they will observe the 
phoning procedure done in their own fami',, and then will play act with 
toy phones as small children, then one day they will try it on their 
own. They have observed and absorbed the pieces needed to complete the 
phoning sequence, they have 't.-sagined' it in their play activities, and 
then when ready have tried it for real. There appears to be an inner 
drive capable oi observing and organizing the behavioral information. 
With mentally handicapped children teaching must often be substituted 
for the inner drive. But how can this be done? 

I believe that by using the four easy steps which are outlined 
below, anyone in a hone, school, playground, or camp setting can quickly 
and simply grasp the social aspects of a problem situation and bring 
them under control, first conceptually, and then in a practical teaching 
approach. This does not mean that the problem will be solved overnight, 
but it does mean that you at the parent or teacher have a tool which 
will begift to give you a sense of mastery over the seemingly 
uncontrolltble vagaries of social development in the child whose overall 
development path is out of step with so-called normal development. 
The four steps aret 

1. ANALYZE — Breaking the problem situation into the tiniest 
sequence of skills possible. 
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2, TEACH — Creating the inner drive' or series o^ skills 
needed to complete the task through a variety o^ teaching methods, 

3, GENERALIZE — "TaKing the shou« on the road* and practicing 
the learned skills in many di^^erent locations, 

4, EVALUATE — Observing the 'empowered' child performing the 
task on his/her own with no coaching, or observing the child still 
having problems which necessitate a return to Step #1. 

Let's now turn to some examples o'f these steps taking place in 
real-life situations. The examples are all 1rawn from either our own or 
our friends family experiences and 'Represent different ages, stages of 
development and settings. There is no right or wrong way to solve a 
problem, but by using the four-step process outlined above you can 
develop a 'social skills eye'~a new way of looking at social problems 
in your child's 1 ife, 
STEP «1 — ^^LYZE THE ACTIVITY 

In each social situation, analysis must occur on four levels: (1) 
the physical tasks involved in the activity, (2) the conversational or 
interpersonal skills which are part of the activity, (3) the emotional 
capacity and responses of the individual, and (4) the cognitive skills 
required by the activity. The following incident occured in an 
after-school day care programi Brian (aged 9, grade 2) was playing 
floor hockey with one other boy (age 7, grade 2). Brian and Mark were 
passing the puck back and forth to each other and taking turns shooting 
it at the goal which was marked by two chairs. Soon they were joined by 
two other boys who also wanted to play, so two teams were decided on 
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and two goals wert sft up at opposite ends o^ the gym. The boys began 
shooting and running and fighting for the puck up and down the gym. 
Brian threw his stick down and stomped oii to a corner crying and 
refusing to play. Now the teams were uneven and the boys were 
surprised and angry with Brian for spoiling their game. At this point 
a teacher came and suggested that he himself would become the goalie and 
they could all take turns shooting at him. Everyone liked this idea and 
Brian was soon back in the thick of the action. 

This incident shows the importance of considering the often 
confusing details and the many skills needed to play a team game 
successfully. Brian knew how to hold the stick, aim and shoot the puck, 
pass it to one player and receive a pass— he had learned most of the 
physical tasks required for this activity. He could perform all of 
these well when there was a slow pace to the game and only one other 
player. However, he fell apart when others pressured him to move 
quickly and compete against one another. The added social interacUon 
of two people on an opposing team created an interpersonal tension he 
could not deal with positively. He did not know how to say, 'Tm upset 
because the game is moving too fast and Tm confused by all the rushing 
around.* Mitn tht rules of the game were changed to everyone taking 
shots at out goalie, Brian was again able to play with the others. 

Uhat then does Br an nted to learn in order to play a competitive 
game of hockey? On the physical level he has the puck ^.nd stick 
handling skills, but now he must learn to take a puck away from someone 
else and once he has it to try and defend his puck from others taking 
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It, On tht interpfrsonal level he must learn to play with another 




player on his team in a sort of keep away game. «• must learn to 




anticipate when someone is coming who will try to grab the puck. And he 




must keep track of people on his team and communicate with them as to 




what he is doing — e.g. "Shoot it to me, I'm free," or "Mark, this ts 




yours." He could alternatively be helped to think of and suggest ways 




for playing a game that are easier for him to handle, e.g. "Let's 




pretend we're all on the same team and shoot at one goal. That's easier 




for me to do. Is that OK with you guys?" On the emotional level ht 




needs to be helped to find an alternative way to express his frustration 




through words <as outlined in the next section) and increased skill and 




practice. On the cognitive level he needs to Itarn the concept of 




competition and its give and take nature. Thus it is crucial to look 




at all four aspects ~ physical, interpersonl , cognitive and emotional 




— of an activity for together they compose the whole. It is a process 




of breaking the activity down so it can then be rebuilt via the next 




step. 




STEP «2 — TEACH THE MWER DRIVE" 




Continuing with the floor hockey example, what approach can be used 




to help tht child play competitively? One solution has been suggested 




already, that is change the rules and all shoot at one goal. However, 




sonetimet this won't happen so Brian can be helped to function in a more 




competitive game in a variety of ways. In a one on one teaching 




situation he can get practice in taking the puck away from another 




player. He can be taught hoM to maneuver his stick around the other's 
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stick and knock the puck free, uhen h« feels capable of doing this he 
can be taught how to prevent someone from stealing the puck iron him. 
Finally, he can be slowly taught that sonetiines he will lose the puck 
and that when this happens he needs to try to steal it back. Thus, 
through these physical skills he is learning the concept of competition. 
One on one practice would be the best way to start, and since this is a 
iport, he can be told he is receiving special help from his 'private' 
coach. Lots of positive praise and encouragement will sustain his 
interest and help control the feelings of frustration that will arise 
•round failures to get or keep the puck. Conversation can occur in the 
form of« "Brian, tell me what you're trying to do." "I'm trying to take 
the puck away from you." Or, "Here he comet, I'm going to block him." 
Or, "Yikei, he got the puck, now it's my turn to take it from him." 
Thus, through the use of verbal dialogue he can begin to bring 
self-control to the emotional aspects involved in competition. 

In another example, Joel (age 17, grade 10) had been working first 
as a bagger in a supermarket, then as a bottle recycling cashier. He 
was then promoted to the flower shop where he had to operate a cash 
register, wrap plants and flowers, and talk with a lot of customers. He 
quit in total frustration and despair because the Job became too 
confuting. Hit physical prowess on the cash register was very limited 
and when combined with a variety of other tasks which were also 
difficult, he collapsed in failure. Again, the teaching component 
necessary for the successful transition to a new job would have 
included! practice on the cath retitter both giving and receiving money 

109 



when no custonifrs were present, or part a school vocational 

program; handling and wrapping flowers and plants m a training 

program; and learnius hOM to talk with impatient customers by aying 

M il be with you as soon as I have helped this person.- Tm new on the 

job so Tm a little slow, please be patient with me.- Tra sorry, I 

don^t know the answer to that question, I'll have to ask ray supervisor.- 

In this way the necessary skills would have become internalized and he 

could have begun to feel capable of handling the various parts of the 

job without getting confused and frustrated. 
STEP «3 ~ GENEWLIZE TO OTHER SETTINGS 

Before any skill can be considered a permanent part of someone^s 

repertoire, it must be useable in a variety of appropriate locations. 

For example, when teaching a child how to answer a phone or initiate a 

call, practicing on a single phone at homt will build up the necessary 

confidence in knowing how to work the machinery and say the correct 

words. Then one must Make the show on the road"" and have the child 

practice using phones in different locations and with different dials. 

Possibilities include: wall phones, different desk phones, phones in 

restaurants, public phone booths, a friend^s house, or the school 

office. Later on learning to take or leave a message on an answering 

machine cm bt taught using the same process of analyzing, teaching and 

general iztng. 

In a difftrent situation, a particularly sensitive APE teacher had 
been teaching teamwork to a group of boys (age 12, grade S> using the 
game of basketball. She had worked for several months on the rules of 



110 



dribbling and passing, and the skills throwing the ball just ahead 
the person and how you must Keep track of where your teammates are at 
an times. One Spring afternoon she was delighted to observe three of 
these boys playing with three older boys after school on the playground 
court. They were holding their own in the game which had been organized 
with no adult supervision. The boys were clearly demonstrating the 
success of her teaching by applying the sKills and cc^fidence she had 
taught them to a free play setting. This is a trWTy generalized skill. 
STEP #4 — EV/ALUATE PROGRESS 

At the same time, these boys were also demonstrating that they had 
become empowered in this activity to the point of being able to risk 
testing their new-found skills against fresh competition. Other signs 
of empowerment and independence can be observed when a child says, 'Can 
I play with you?' as a way of joining a group and is allowed to join; or 
the child contributes an appropriate comment into a general mealtime 
conversation, or notices that s^smeone is struggling with a grocery bag 
and offers to help, or notices that there is no room for two shopping 
carts to pass and lets the other person through first, or congratulates 
a teannate on a good shot in a basketball game, or compliments someone 
on hf5w nice they look. On the other hand, sometimes the child will try 
a new skill but be unsuccessful , at which point you must return to Step 
«1 and aiNllyxe what pieces are still causing problems. For example, in 
the hockey game, the physical skills were acquired but the competitive 
nature of the interactions was still in need of teaching. 
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In another example, Danny (age 8, grade 2) and several other 
children were walking across the playing ^ield. Danny came running up 
to me and said^ "Amber (age 12, grAde 5>and Brian (age 9, grade 2) are 
being mean to me." I asked what they had done. He replied, "They won't 
let me walk with them. I said, "Did you ask them \i you could join 
them?" He repl ied, "Yes." 

S: "Show me what you said to them." 

Danny ran up to them and lightly touched Amber on the arm and 
said, "Hi." Amber and Brian were deep in conversation with each other 
and barely noticed Danny's touch. He rushed back and said: 

Di "See, I told you they're mean. 

S: I think Amber didn't feel you touch her or hear you speak 

to her. 

Danny repeated his attempt and touched harder and spoke 
louderi still no response. 

S: "I think they are in the middle oi a conversationi why 
don't you try walking beside them until they are finished, and then you 
can join in." 

Danny did this for a short time and then found someone else to 
walk with. It appears that Danny knows what to say and do as a first 
attempt to join a group, but needs to develop alternative actions when 
this dottn't work the first time. Practicing in a play-acting situation 
would give him the opportunity to suggest different things he could try 
such as walking and waiting his turn; finding lomeone else; and 
interrupting in a polite way. At the same time, the others in the 
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play-acting would b« learning that they can be aware oi others who want 
to join their group and make room to include them. Helping children 
learn to 'read' the cues in a social situation and react to them in a 
constructive way is the ultimate am o4 any social awareness 
training—whether it is done formally in a school-based instruction 
program or in-forraally around the family supper table. 

It IS hard to imagine how many individual skills are involved in 
social situations so I have included in Appendix ttl a list oi common 
social skills. This is by no means an exhaustive list but I hope it 
will help when you look at what is a problem situation for your child. 
For example, if you notice your child barges into the middle of a board 
game making everyone cross with him/her, you know that the skill of 
•Joining in- needs to be taught. This might be done through iimediate 
verbal coaching, or play-acting the situation it another time. It may 
also transpire that the child then needs help with the next skill 
"Playing a game,' and so on. At this point, using the four-step process 
of analyzing, teaching, generalizing and eval uat i ng wi 11 , I hope, 
provide you with a practical method for understanding and encouraging 
social development in your child. 

SOCIAL GROWTH LOOKED AT DEVELOPMEhfTALLY 

A bri»< took at the nature of social growth from infancy to young 
adulthood will serve to show the different social skills needed at each 
stage and how these are part of a progression. Play is the vehicle by 
which « child employs his or her social skills for the purpose of making 
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*ri«nds. Through play the child practices these skills and receives 
feedback as to their success or not from others sharing his play 
activity. For the infant and tnddl.r, pUy and personal interactions 
are usually done with parents, older siblings, and other people close to 
the family. Learning to explore and minipulate his small intimate world 
using all his senses is the baby's first outreach effort. Early 

usually is marked by an increase in social contacts outside 
the family and the first emergence of peer play asnd friendship 
formation on a very simple level. That is, 'A friend is someone I play 
with,' or 'He let me play with his truck, he's my friend now." In 
miij01e qhildhqgif there is an increasing focus on games and organized 
play in groups (often split into all boys and all girls) both formally 
and informally formed. Thus, interpersonal skills must include learning 
how to join groups and understanding and following the rules of whatever 
game hat been started. Sonet imts it is an imaginative gam* with its own 
rules, sometimes it is a familiar game of tag or kickball. Thus 
friendship is marked by being part of a group and sharing and planning 
the games together. By adoltscence play and friendship-formation have 
begun to separate and although you may play a sport with many others, 
friendships depend on far more that just shared activities. Mutual 
interests, 1 iKts and ditlikts, attitudes to people, and no on now form 
the basis -for friendships which are viewed as long lasting. Alto during 
this ptriod o-f growth boyt and girls become increatingly interested in 
each other and so tht social skills involved in dating habits and sexual 
behavior beccne crucial at this timt. Youno adulthood m«rk« the passage 



lU 



out 0^ the honie into the 'real- world oi job finding and keeping, 
independent living, and eventually marriage and starting a family. An 
ability to get along with other employees in a job, to do the job task 
well, to seek out living space, to plan one^s own leisure and 
transportation, to initiate and sustain new friendships, to seek help 
when needed, to decide on marriage and child rearing— all involve using 
the many social skills that have been practiced over the years in play, 
family, and school settings. Social skills act as the connecting link 
between the individual and his or her social world at whatever age. 
They are what empower the individual to be his or her own best advocate, 
to interact with the people and services around him and to thus live a 
1 ife f i1 led wi th people who care. 

This brief outline of social growth focused on normal development 
and thus one may question its relevance in this essay. However, in 
order to understand why our children are having trouble socially, it is 
crucial that we understand what social level they themselves are on in 
comparison to the social level of those with whom they are interacting. 
For if a ten year old is offering a truck as a means of joining a group 
of boys who are playing a kickball game, he will be Jeered off the 
field. In this case, the ten year old might be better off playing with 
his truck with younger children and at the same time be taught the 
skills and rules necessary to join the kickball game another day. 
Thus, « wtll-developed 'social skills eye' will include: 

- understanding the child's social and cognitive stage of 
development ; 
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- itemizing the specific skills needed ^or the activity; 

- listing the child^s present skilUj 

- understanding the interpersonal qualities in the 

SI tuat ion; 

- noting what emotions are aroused in the situation both for 

your child and for those with uihon he/she is interacting; 

- initiating the four-step process which is designed to be 
cyclical in nature - that is, Mf at first you don't 
succeed, try, try again!" by returning to Step ttl ; 

- and, perhaps most important and difficult of all, being 

able to separate your own feeling of pain from your 
child's so that you are able to embark on Step 411 and 
analyze the activity or social situation. 

As you help your child develop his or her social skills, you are 
simultaneously creating a social network that will prevent the feelings 
of isolation which are often a factor in the lives of handicapped 
children and their families. Appendix 112 is called 'Creating a Support 
Network* and is included to help you broaden your thinking as to who 
might be called u^^n as a resource for you and your family in moments of 
need. It suggests ways to create or enlarge your own support network so 
that the entire family has the social connections necessary for healthy 
growth and^4»ve1opmen t . 

Good lucky and I hope these thoughts will prove useful to your 
f ami ly . 
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APPB^DI'^ M 1 - SOCIhL SKILLS LIST 



Functmning in the classroom, home or other group setting 



Lt « ten I ng 

Ask ing ^or help 

Asking ^or permission 

Saying thank you 

Bringing material to c!ass 

Following instructions 

Completing assignments 

Contributing to discussions 

Offering help to an adult 



HSk ing a quest ion 
Work I ng i n dependent 1 v 
Ignoring distractions 
Mak ing correct ions 
forking in a group 
Part ic ipat ing in class 
Deciding on something to do 
Setting a goal 
Paying attention 



Introducing yourself 
Beginning a conversation 
Ending a conversation 
Joining in 
Playing a game 
Showing sportsmanship 
Asking a favor 



Making friends 

Offering help 
Giving a compi iment 
Accepting a compliment 
Sharing an act ivi ty 
Sharing 
Apologizing 



Understanding feelings 



Knowing yo* • feel ings 
Expressing your feelings 
Recognizing another^s 

feel ings 
Showing understanding of 

another^s feel ings 
Expressing concern for 

another 



Dealing with being left out 
Dealing with your anger 
Dealing with another^ s anger 
Dealing with embarrassment 
Expressing affect ion 
Deal ing wi th fear 
Rewarding yourself 



Coping wi th conf I ict 



Using self-control 
Responding to name-calling 

and teasing 
Staying out of fights 
Avoiding trouble 
Handl ing criticism 



Negotiating 
Accepting autho^^i ty 
Problem solving 
Reacting to failure 
Dealing with group pressure 
Tel I ing the truth 



from Ntztr, H.U., Ntzer, B.R., Stperstein, 6,N. Improvino (.hiMren^s 
Social Skillsi Techniques for Teachers, (Ttacher^s Training Hanual . ) 
The Center for the Study of Social Acceptance, University of 
Massachusetts/Boston, 1985. 
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hPPENDI^ 2 - CREATING h ^'JPPOPT nETiaORH 
Questions to ask vourseH; 

How do I state my need ^or support*^ 
Who can I turn to for support^ 
HoiM do I knoui I need support^ 
How long do I need it for^ 

What Kind support do I need^ For me^ For my chfld'> Physical 
equipment^ EmotionaP Monetary^ 

Types 0* support util iied over the yearss 

general parenting training 

pee- support groups for self and child 

medical 

babysitting and respite care 
equipment and supplies 
education for self and child 

informal support uia phone calls, personal contact, reading 
mater i al , etc . 

Personal support plan: 

Look at the spider uieb network of possible supports in Figure 1 and 
circle those which you have used or are using now. Then circle with a 
different color those which you haven't used but might be able to use 
with a little effort. If there are still scue remaining, circle those 
which you could use with a lot of effort with a third color. If there 
are any which you think would be impossible to utilize, decide what it 
IS that makes them so and whether or not they are worth pursuing at 
another time. 

Make your own support network web by filling in the names of 
family, fnenda, professionals, etc. in your life who have, or w^uld be 
willing to help you and your family. 

Don't forget the local shopkeeper who might be willing to help your 
child become an independent shopper. 

Don't overlook a neighborhood teenager who can be enlisted to 
introduce your child to the neighborhood or school playground, or just 
to the local street games. 



Based un ideas from: Slater, M.A., and Uikler, L. "Normalized Family 
Resources for Families with a Developmental ly Disabled Child." Social 
Work. 31 ;5, pp. 383-390, 1986. 
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POTENTIAL SUPPORT NE7M)RK 



SOCIAL SKILLS (*mm[> B1BLI06WPHY 
Compiled by Susan L. Sttrnfild 



Books for BMHor ound Inlof »tinn 

Ashir, S.R., and Gottnan, S.M. Tht Dtuilontnt of Childrtn^s Frundship*. CMbridott 
UniMepsity of Canbridgi, 1981. 

This it a colltction of 12 articlts dialing with a waritty of thi issuis 
surrounding thi study of how childrin fona and Maintain rilationships with thiir 
piirs. Part I, 'eroup Procimt,' focuMS on thi piir-group sitting and its 
structure, while Part 11, •Social-CcQnitiMi Procissis,' focusis on thi intrapsychic 
prxissis that ri! ti to friindship foraation. 

OicKirson, H.U., Social WorK Practici with th i Hintilly Ritardid. Hm YorK: Thi Frii 
Prm, 198!. 

This is a Miry sinsi^iMi guidi to iMrKing with Mntally ritardid cliints which 
is usiful for inyofli s-PMinQ this population. Chaptirs 6 nd 7 ari particularly 
iiiJpful in undirstanding thi inportanci of viiwing thi ritardid cliint as a pirson of 
intigrity who is just as c«^ab1i growth and diwilopMnt as non-handicappid 
indiMi(kia1s. Tliisi tw) chaptirs fKus on ways thi practitionir can MpoMr thi 
clii«t to assuM pirsonal nsponsibility for his or hir own lifi, to thi griatist 
ixtint possib'i. 

Hirih, R.H., Paoiitto, O.P., and Riiair, J. Prcaoti no Moral Browthi Frca Piaoit to 
Kohl biro. Nm YotKi LongMn, 1979. 

This book prisints an introduction to Piagit's and Kohlbirg's thioriis of thi 
cognitiMi-diMilopMntal approach to aoral iducation. That is, thi child's ability tn 
taki into account thi valuis of othirs in rilation to his own valuis, and thin act on 
thisi coibinid Maluis, forat th« basis of his aoral judgiMnt. Thi authors striss 
thi rilationship of cognitiwi divilopaint stagis and socio-aoral divilopMnt stages. 

P>>9«t. J. Thi Mnrtl JudcMnt of th» Child. Niw York: Thi Frii Priss, 196S.. 

This bootr -at origiaally publishid in 1932, and grm out of risiarch that Piagct 
MS doiif at . ^ tiM. Appirintly, hi did not continui diviloping his idias of how 
childTM KHiri Boral judgiMnt, but thi ricint work of Xohibirg ano othirs in the 
fiild tf^Mcitl pirspictlvi taking abiltiy is hiawily rootitf in Piagit's work. 

>^i>in, 2. Chil*tn's Friiiidtfcia*. Canbridgi, Hass: Harvard Univirstiy Priss, 1980. 
This is a highly riadabli book which will providi lay and profissional aliki 
with an intiristing ovirvlM of hoH childrin foni friindships at diffirint agis. 

Schloss, P.J. Social Dtwlonint of HMdifa tptd Childrin and Adoliscinti . Rockvilli, Hdt 
An Aspin Publication, 1984. 

This is a f ini book for iducators working with handlcappid piopli and prisints a 
riviM of thi thioritical constructs on which social skill dmilopaint is based as 
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wtll as chaptirs on identification of social dfvtlopmtnt (teficits, class, ocot training 
approachis, tiachir-studint rdationships, and ppograa planning and evaluation. 

Stocking, S.H., Artzzo, D., and Lmitt, S. Help mo Kids Miki Fri.nd> . Alien, Texas: 
Argus CoHRuni cat ions, 1980. 

This IS a short, paMphlit-liki book Mhich presents in a dear and direct style 
many practical steps people working with xoung children can do to help thin with 
friendship fornatioit skilU. 

Books on Pirentino Skills * 

Oinkttyer, D., and McKay, G.D. Systwatic Tr aining for Effect iue Parent inn . Circle Pines, 
Minn: AMrican Guidance Service, Inc., 1976. 

This is a group training prograa for parents who want to bicom more effective 
parents. The group leadtr(s> serve nore as facilitators than as authorities and 
instructors on 'good' parenting. The iMjor goals are applicable to all parent groups 
as they concern topics such as understanding behavior and Misbehavior, building 
$tlf-estee«, listening, exploring altei natives, using natural and logical 
consequences, and learning about yourself as a parent. 

I^ino^ H.G. Between Parent ii»d Chili^. New York: Avon Books, 1963. 

Illustrated dialogues and anecdotes support the amy ideas for iaproving 
coMunication between parent and child so that a relationship of Mtual 
responsibility, love and respect is finely established. The basic ideas are true for 
all interpersonal coMNinication and thus the book will be useful for anyone in the 
helping professions. Or. Ginot has also written a book called Between Parent and 
IfiiaiQlL Miiich illustrates how the ideas can ease som of the problems usually 
associatec^ with these years. 

Newson, E., and Hipgrave, T. Gettina Throu oh to Your Handicapped Child . CMbridgei 
Caabridge University Press, 1982. 

This book looks at the behaviors of the child and the behaviors of the parent in 
an attcapt to help each to understand the other and thus \- iaprove parent-child 
coMunication. The foraat is presented in such a way that it can be used in a 
workshop setting where parents and/or professionals are atteapting to get a better 
understanding of how to reach the handicapped child with clear and direct aesuges 
he/she can truly understud. 

Uolf, J.S. and Stephens, TJ. M. Effective Skil ls in Parent/Teacher Conferencinm The 
''ytlt'lfiriHttiVti NCBtW, The Ohio State University, Coluabus, Ohio, 1981. 

T|t3|,,|» a booklet designed to be used as a resource to help parents coMMinic^ 
with ictaol personnel effectively. It discussci. specific coapetencies s;ch as 
breakiaftei barriers to coMinication, asking for infonution, expressing concerns 
and feelings, ud developing strategies for follow-up. 

Books on Play 

Garvey, C. Play. Caabridge, Hasst Harvard University Press, 1977. 

The author departs slightly froa Piaget's approach to play by eaphasizing the 
social nature of play froa the very beginnings of infancy. Garvey classifies play 
into five groups based on the aaterial or resources which are priaarlly involved. 
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Tht groups art: <1) pUy with motion and inttraction; (2) pity with objtcts; (3) play 
Mith languagt; (4) play with wcial mattriiU; and (5) play with rults. Sh« thin 
tract* lach ot thiM through thiir lints o^ dcvtlopMnt using ixanplis from h«r own 
resiarch and that of othirs. 

Grasstlli, R.N., and Htgntr, P.A. P Uyful Partntino. New York: Putnam, IWi. 

A wondfrful array of activiviis, giMS and physical txircisis that partnts can 
usr with thiir childrin frc» infaiicy to thi fourth birthday. The book is diuid«d 
into thru sections: Diaper Play U weeks to 12 wmths), Toddler Play (13 mnths to 2 
yttrs), and Mini Play (25 aonths to 3 yetrs). There tre delightful drawings and 
photos of parents and children engaged in the activities, ano clear descriptions of 
naterials and directions for each exercise. Playful parenting has been taught by the 
authors in clinics and classes throughout California, and it has been licensed by the 
California State Regional Center for the Handicapped. However, it can also be used 
by parents on their omi in forMlly designated play-tiaes, or infortially built into 
daily activities. 

eritchel, S. and Foster, L.. Let^s Ttik Abou t... t-e-x A Read and Discuss Guide for People 
9-12 and Their Parents. Fresno, Calif. Planned Parenthood, 1983. 

This is a particularly good bcoK on the topic because it is a autual exploration 
for parents and young people. The section for parents answers som of the concerns 
and fears that aany parents have when the word 'sex' is aentioned. 

Pappas, H.6. Priae Tiae for Fwliesi Over 50 Activitiei, 6»es. and Exepcim far 
Personal and Fiaily fircwth. Hinneapolis, Hinni Winston Press, 1980. 

This fun-filled book is designed to help children and adults to look at their 
Hues and values through a series of activities which are experienced as a fwily. 
The fiBily thus learns to iaproMe and enhance their coMinication, sharing, 
exploring, feeling, and caring in a ufe and supportive way. The ground-rules for 
this faaily-experience aret (1) Each person has the right to act as activity leader; 
(2) Each person has the right to pass; (3) Each person has the right to a supportive 
growth ataosphere; (4) EKh person has the right to confidentiality. This offers a 
unique way for a faaily to have fun together, to iaprove conunication, to build 
indivi(kial and faally self-esteea, and to get to know each other better. 

Prutzaan, P., Airger, H.L., Bodinhiaer, 6., and Stern, L. The Friendly CUssroa for > 
Planeti A Hindhook on Cremtiv e Aonroaches to Livino and Ppohlea Solvino for 
P'il'fc'tn. Uayne, NJ: Awery Publishing 6roup, Inc., 1978. 

This facilitator's and/or teacher's guide is full of activities and suggestions 
which will build a stnit of cooperation, ccMunity and autual trust wong groups of 
childTM. It it designed for ust in schools, but is easily applied to other group 
setting*. Uith soae aodification and sensitivity to the needs of ihe group, the 
ideas cm bt used «ith a wide variety of ages froa children to adult. 

Torbert. H. Follow Hei A Hmifcook of Mnutt nt Activities for Children. Englewood Cliffs, 
N.J. tPrent ice-Hal I, 1980. 

This book includes over 100 aoveaent activities which are presented and analyzed 
in ways that increase our understanding of how the activity can aeet specific needs 
in the areas of: perceptual aotor developaent, attention span and concentration, 
listening .Kills, rileatt of tension and excessive energy, self-control, developaent 
of thinking processes, reinforceaent of learned inforaation, social Qrowth, physical 
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abilities, annd physical *itn»ss. Thisi .-tiMitiis can be done m many 
s»ttings-school, conmnity, hc:v~whtpmp opoups of children and/or adults apt 

tOQfthlP. 



CuPPiCulua MattPtaU 



Adolisctnt Issufs Projtct. Judgt Baktp Guidanct Cinttp, 295 Longwood Avt., Boston, Hass. 

Tht fivi pp'tgrm divi;„ptd by this group oi educators and risfapchcps apt 
fir»ly bastd in thi problia-solving thtoriis of social skMI dtvilopaent. Tht units 
«rtt (1) PfgifioOf At>9Ut pri,q (2) ftdoltsctnt D*u.l« mi,nt and S>.y.litv. (3) 
Oft'flff"* Afrwt Mprk. (4) jomniU l aw. (5) P,op|, and th. B«..rH.nt^ Tht iMttPials 
haul btin succissfiilly us«d (with adaptions whipi warpantid) with spicial and Ptgular 
ickication studtnts irm gradts 4-12. Tht ptading Iml is at apppoxiaattly tht fifth 
gradi. Tht unit on Sexuality dtals not only with tht biological changes of 
adoltsctnct, but tiso with the social changes ptiattd to sexual developMnt. In 
fact, t..e ppiMpy intent is to help adolescents and those working with thta to 
undirstand tht co^ltx naturt of inttrptrsonal ptiationships and how problca-solvinc 
Mthodswill help in this learning ppxess. 

Agency for Instructional Television. Box A, Bloaiington, Indiana (47402). 

^LJ!°"°"'"' l"''^** wggisted by M.J. Eli as and C.A. Haher in 

their 1983 article on social and affective developMnt for children: 

■Ripples'and 'All About You'(K-2) "Learning about one's body: learning about 
the world around us; understanding oneself and relationships with others; dcvtloDino 
personal initiative. 

Mnside/0ut'(3-6) Learning about feelings; coping with peer pressure; coping 
with fiaily relationships; coping with coMwn problia situations. 

■Brtad and Butttrflits'(4-9) Developing an identity; developing interpersonal 
skills; developing decision Mking skills; understanding the world of work, and 
one's vocational future. 

■Self-Incorporated'(7-9) Developing an identity; coping with peer pressure; 
coping with faaily relationships; adapting to sexual Mturity. 

■fti The Level'(9-i2) Developing a sense of social responsibility; coping with 
peer and faaily conflicts; coping with personal changes; preparing for adulthood." 

Betancourt, J. fim I Nofal? New York: Avon Books, 1983. 

This is based on the fill by the sim title and is intended for teenagers. The 
topic isMit puberty, and tht tone is light and huMrous while at tht sMt tiM 
accurate Md thorough in presenting the issues and problem faced by adolescent boys 
as they eiMrience their body changes. 

Betancourt, J. fiycJucjf. New York: Avon Books, 1993. 

Also based on a fill by the sim title, this book covers the topic of teule 
puberty in an equally lighthearted yet factually accurate nnner. 

Center For the Study of Social Acceptance. University of Mass., Downtown Center, Boston, 
02125. ' 

This center is involved in several projects M^ich look at various co^Mints of 
social acceptance particularly with reference to handicapped children in the schools. 
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Somt (rf thi projtct mbtn an dtviloping an instrvici progria for tiaclitrs as w«ll 
as coursis at thi university Itvil. Tht Social Skills Inttrtfict Trammo Cyrngylum 
IS an unpublishid ttachtr's manual which is being piloted in nany schools in thi 
Boston aria. 

Elardo, P. and Coopir, M. ft«api; Act lu i tits for Social Dm looannt. Rtadino, Mass: 
Addison-Uisliy, 1977. 

This IS a curriculiM guidf for usi with mddli ilnnntary school childrin and 
indudis 72 discussion activitiis which ari groupid undtr four units: I. Getting 
Acquaintid, 11. Ricognizing and Understanding Fillings, III. Understanding and 
Accepting Indivicfaal Differences, IV. Developing Sxial Living Behaviors. The goal 
of the progrM is to actively increase the childrens' ability to solve interpersonal 
probleas, and to learn hw to be wort accepting of individual differences. The 
activity ideas and discussions appear to k« lively and stiaulate a positive 
non-threatening ataospher; which encourages social learning in a group setting. 

Huaan Sexual ityi A Poftfolio for the Mentall y Retarded. Planned Parenthood of Seattle-King 
County, Washington. 

This is a portfolio of 10 drutings which is specifically geared for use with 
iMNlerately retarded indivi«ials. Each driving has a desriptive text on the reverse 
side for use by the discussion leader.. The drawings are clear and accurate and on a 
scale that can easily by vietied by a aull group. The drwings are as follows: 1. 
6irl toVoaan, 2. FeMie Genital ia, 3. Boy to Han, 4. Hale Genitalia, 5. Mann and 
UoMn, 6. Mtn/WoMn - DiTrsrent Body Shapes, 7. Hale Masturbation, B. FcMle 
Masturbation, 9. Sexual Intercourse, 10. Ways of Relating. 

Nezer, H.U., Nezer, B. R., Siperstein, B.N. iMrovino Children's Social SHills: Techninues 
for Teachers. (Teachtr's Trai ni no Manual ). The Center for the Study of Social 
Acceptance. University of Hasiachutttts/Botton, 1985. 

Thisaanual consists of four units which cover the following topics: I. 
Understanding Social Developatnt and Social Skillsi II. Identifying and Assessing 
'At-RisH' Children; III. Learning Approaches to Social Skills Training; IV. Iiyroving 
ClassrooB Cliaate. The purpoM of this prograa is to expand teachers' Knowledge of 
social skills at both the theoretical and the practical level, thus enabling thea to 
assist their students' social divelopMnt in Maningful ways. It has been 
successfully used for in-service training workshops with guidance personnel, regular 
education and special edication teachers. A useful list of curricului aaterials, 
their content, price, and source, is also included. There is a coipanion Mnual 
which lists a variety of clastrooB activities for each unit. [ iMrovino Children's 
Social SkilUi Techniiim for Teachers , (Book of Activities. n 

Seattle Rape hlief - Level I and Level II ~ Sexual Exploitation and Protective 

Techniif. Available frai Mass. Dept. of Public Health, Adolescent Health Office, 
190 Triant St., 3rd Floor, Boston, Ha. 02111. 

This it a collection of f ila strips to be used with aentally handicapped 
individuals i*o are often victias of sexual exploitation. The filastrips show what 
is acceptable behavior iwMg people and what is not acceptable. At Level I the goals 
are to teach who is a friend and who is a stranger; how to use caution with a 
stranger; what are private parts of the body; how and when to say 'no'; and how to 
report itxutl exploitation. 
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Sttnfttld FilaAtMciatts. P.O. Box IW3-C, Sinta onic», C». 9040i. 

This ccipux has produced several fine programs on sexual and social ski Us 
issues triiich include aany visual and hands-on Mterials: 

^- $<nn>1ity and the Mentally H andicapotd. Winifred Keiitpton has created a 
visually pMerful set of 200 slides to be used prinarily with Kentally disabled 
individutls. The slides are real-life photographs which clearly depict the topic 
being presented. The 9 topics are: Parts of the Body, Male Puberty, Fe«ale Puberty, 
Social Behavior, Hman Reproduction, Birth Control, STD's and Sexual Health. 
Marriag.', Parenting. 

2. £irilii This progran is for aildly to aoderately retarded people ages 10 to 
Mkilt and fxusis on sexual and social distance and relationship building. The 
degrees of intiMcy in interpersonal relationships is visualized in a systea of six 
colored circles with the self at the center. Each additional circle that surrounds 
the center represents a aorr distant and thus less intiaate relationship. Role 
pljying is used extensively to give students practice identifying and aodeling 
behaviors appropriate to specific relationships as represented by the circles. 
Included in the prograa are 155 slides, 19 teaching photos, and 5' x 5' Circles wall 
graphic. 

3. liu The publishers call this a *visual handbook for teiching social 
skills." It IS a 7-pirt sound/slide scries (525 slides) which teaches the skills 
critical for social survival. The parts arei I. Betting Along with Others, 11. 
Betting to KnoN Others, III. Betting Along with Adults, IV. Having Friends, 
V.Enjoying Free Tiae, VI. Living in the CoMunity, VII. Being on the Job. 

Stephens, T.H. Social Skills in the Ciassroca. Coluabus, Okioi Cedars Press, 197B. 

The aaterials and ideas in this book were designed to be used with a 'directive 
teaching^ approach in which a target behavior is identified, student level of 
functioning is assessed and then specific teaching strategies are prescribed to fit 
the student's particular needs. There is a social skills check list ot 136 skills 
that have been identified by teachers and researchers as pa^ticularly iaportant for 
success in the classrooa. There are wuiy ideas for each type of teaching strategy 
with additional references for suppliaental classrooa aaterials. This is a very 
detailed and thorough resource which can be used in a variety of settings within a 
school or, with adjustaent, in other locations. 



ArticUi and Books on S«iil StilU 



Berler, E.R.» frou, AJ1., and Drataan, R.S. "Social Skills Training With Children: 
Proceed Wtl Caution." Jwirnal of Allied Behavior n«alysi«. i5jl, p. 41-53, 1982. 

RipVl at research with 3 learning disabled boys who were given social skills 
trainiif tM or tiM>ee tiaes a week for 5 weeks. Althou^ the results showed that 
the subitctft did learn the skills being taught idien evaluated in follow-o? sessions, 
the positive changes did not generalize to the natural school setting. The 
researchers discuss the possible reasons for this, soae of which had to do with 
experiaental design constraints, and soat of which, they suggest, aight be caused by 
the difficulty of transferring skills learned in isolation to the natural 
environacnt. Thus, the conclusion is "proceed with caution" when considering the 
use of foraal social skills training profriM. 
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Btrnstlin, G.S. 'Rtsfarch Issuts in Training Inttrptrsonal Skills for tht Mfntally 

Ritardid.' Educition and Trainino at tht Mentiliy Rttirdtd. 16:1, pp. 70-74. 1981. 

Suggests that when analyzing interpersonal behaoiors, researchers should focus 
on 5 diMnionss content, intersubjective, extral inguistic, relationship, and 
setting. The author also observes that when identifying social conpetencies, the 
problem nay lie in the quality level of the sfcilKs) rather than m the lack of 
possessing the skill. 

Cartledge, G. and Milburn, J.F. Teachino Saci al Skills to Chil^.n. New York; Pergamoo 
Press, 1980. 

This bock provides an excellent introduction to the »ajor ideas and topics of 
social skills eifeication. A conceptual friMtiork is provided in the section on 
theories of developMnt which is followed by a clear delineation of how social wiills 
are identified via inventory check lists. Chapter 2 covers a variety of asseswMnt 
and evaluation techniques. Teaching Mthods are thoroughly reviewed in Chapter 3, 
while the iiportance of assuring that the skills learned will be generalized into 
other settings is highlighted in Chapter 4. Part II offers a variety of approaches 
used with different special populations and an extensive annotated resource 
bibliography further strengthens this book as a coaprehensive look at recent thinking 
in the field of social skills education. 

Davies, R.R. and Rogers, E.S. "Social Skills Training with Persons Who are Mentally 
Rttarded.- Mental Retardation. 23t4, pp. 186-196, 1989. 

The authors believe that effective social bek^ior consists of *oor behaviors 
ind skillst nonverbal, verbal, affective, and social cognitive skills. Their article 
reviews and attempts to classify the results of approxiMtely 30 social skills 
training progriM. They have concluded that several iiportant aspects of social 
skills training have been inadequately investigated to date. For exMple, active 
rehersal, contingent reinforceaent, and active progriMing for generalization have 
not been integral parts of aany studies. A glaring oaission was found in that w>st 
of the studies they reviewed did not assess the social iwiact or validity of .eaching 
social skills. This left the crucial question — 'Is the subject's social life 
improved as a result of the training prograB?'— unanswered. 

Elardo, P.T., and CaldHwtll, BM. 'The Effects of an Experiental Social DevelopMnt 
ProgriB on Children in the Hiddle Childhood Period.' Psychology in the Schools. 14, 
pp. 93-100, 1970. 

The avtbors developed a curncului called Project Aware which purports to 
iaprove the role-taking and social-problea-solving skills of eleientary Khool 
chiliHi, Tkt Mre general goal is to create a classrooa ataotshere of autual 
respKVwi eoRcern amg students. The curriculw was then taught by two fourth and 
fiftk fNMi tiKbers for about six aonths to 34 children. Results were cmpared with 
a contnl iroif of Matched subjects, and showed significant ii^royeMnt in the 
experiMtttl group on the variables tested! showing respect and concern for others, 
generating alternatives to a story situation, patience, self-reliance, and 
creative-initiative. 

Elias,H.J. andMaher, C.A. 'Social and Affective Development of Childreni AProgrMMtic 
Perspective.' Excentiflnal Children. 49j4, pp. 339-346, 1983. 

The authors diKuss the importance of developing the social and affective 
doaains for both handicapped and non-handicapped children in the aainstreia school 
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cUftsroM. Thty rtport on in ipproach using a ttlevision-bistd mstructionil formit 
thit includts teUvisiondnd other Audiovisuil iMdii), discussion, md ro1» plixing 
(or othtr txptrientiit Ktiviti»s). Sptcific progran titles which ire currently 
iviilibit fron thi Agtncx for Instructional Teltvision are recomended for use it 
different gride levels.(See Curriculum Hiteriils section.) 

Giylord-Ross, R., Hiring, T,, Bretn, C, Lee, H., Pitts-Conwiy, V., ind Ruger, B. (Eds.) 
The Sociil Dfvelooatnt of lUndicMMd stifijynt^^ Sin Frincisco Stite University, 
1984. 

The mijority of research in this Mnogriph cmm fron the Sociil izition Reseirch 
Project, Special Eckicition Dtpirtitnt, Sin Frincisco stite University, which wis 
sponsoredby the US DtpirfaMnt of Educition. The nine irticles report on reseirch 
deiling with interiction pitterns of hindicipped ind non-hindi capped students is they 
Ringle in the nituril sttting within schools, work ind the conmity. The 
irticle, 'Sociil Skill Triining in Natural Contexts" by 6aylord-Ross, Streatl-Cvapbel 
and Storey is especially interesting as it reviews the effects of training in 
different educational doninsi ccnunication, leisure, social -sexual, coMinity and 
vocational. 

GreshM, F.H. 'Hisguided HainstreMingi The Cast for Social Skills Training with 
HiAdicatped Children.' Exceptional Chiidraii. 48;5, pp. 422-433-, 1W2. 

This paper asstrts that MinstreMing has been partly bastd on the faulty 
assu^ition that placing handicapped children in regular classrooM will autoMtically 
result in improved social interaction and acceptance Mong handicapped and 
nonhandi capped children. The author extensively reviiwtd studies which refute thest 
assuaptions, and suggests an alternative approach whereby handicapped ^d 
nonhandi capped children are encouraged and taught effective social skills. 

GreshM, F.H. 'Social Skills AtstsiMnt as a Coiponent of HainstreMing Placenent 
Dtcisions.- Except ioaal Oiildran, 49:4, pp. 331-33A, 1983. 

The avthor^s stated position is that inforaation on a child^s social skill level 
nay bt a More relevant factor in dttennining a MinstreM placeMnt than IQ or 
academic achievtMnt. The author advocates a Miltidisciplinary te« approach to 
assesiatnt which would include regular and special education teachers, as well as 
parents. The actual asstssing would be carried out via teacher ratings (Stephens 
Social Behavior Asttsmnt is recontndtd), sociOMtric leasures, and naturalistic 
obstrvations. 

GreshM, F.H. •Social Skills Instruction for Exceptional Children.' Theory Into Pract ice. 

21:2,pp. 129-133, 1982. 

Pm ifportMt idea prestnted in this article is the conceptualization of social 
skill Arficiencies as Kcuring in three diMnsionsi skill deficits (i.e. lack of 
posttsiiat tit iKin), perforunce deficits (i.e. posstssiiig the skill but using it 
poorly) mi ttlf-coitrol (i.e. inpulsive behavior interferes with both skill 
acquisltiM Md performce). Various trainir^) approaches have been fc;ind to be 
particularly effective with each of theit dimensions and the author elaborates on 
thest in the reminder of the article. 



GreshM, F.H. "Social Skills Training With Handicapped Children: A Review." Review of 
Educational Restargh, Sin, pp. 139-176, 1981. 



This it I thorough critical rtvitw of tht lit»r>turt in social skills training 
lor handicapptd childrin. Tht author pinpoints smral artav of deficitncy in thi 
•XI sting litiraturc Mhich should bt addrissid in thi future. Thtsi inciudt: how 
social skills art stitctid to bt studitd and thtir impact on tht childrin; wiiich 
social skills an best suited to which sitting; how mich generalization and 
naintinanci of trainid social skills occurs subsequent to the training period; what 
1$ the rolt of training noAhandicapped children in acceptance and interaction with 
handuapped children; and are certain social skill techniques more successful with 
particular types of handicap. 

GreshiM, F.M. and Nagle, R.J. 'Social Skills Training Uith Children: RespoASiveness to 
Modeling and Coaching as a Function of Peer Orientation." Journal of Cantul tino and 

Clinical Piycholooy. 48, pp. 71B-729, 198C. 

This article reports on a study done with 40 socially isolated children in the 
third and fourth grades. The researchers employed socioMtric and behaviora* 
Masuret to study the effects of one of four social skills training conditions 
(coaching, aodtling, aixed abbreviated Bodc^ing and coaching, and control). 
Classrooa peers were chosen and trained by the experiainters in the social skill 
techniques which were to bt shown on the videotapes during the experiRcntal training 
sessions. The results showed that all three training methods were generally 
effective in increasing the isolates' peer rating on the sociOMtric aiasure which 
Masured how much other children in their classes would like to play with thee. No 
increases were found on the work-with socioaetric rating which is probably due to the 
fact that the video and training sessions occured using play situations. The authors 
call for more research and assessment in the area of social skills training for 
children who are lacking the interpersonal skills necessary for effective functioning 
in a peer group. 

rtighes, J.H., and Hurth, J.L. Hindi canned Children and Mai nstre^inot A Mental Health 
Pf WCt'tft (A Review of Model School Proarias and Pr«r»i .^.^ Publ ication I (AOM) 
84-1361 . 

Available fromt U.S. Oepartatnt of Health and lisun Sr- ces 
Public Health Service 

Alcohol, Drug Afcose and Mental Health Adiin. 
Natl. Institute of Mental Health 
S600 Fishers Lane 
Rockville, Md. 20837 

This IS a very handy review of program around the country which have unique and 
exemplary qualities. 

Johnson, R.T. amd Jdiason, D.U. 'Building Friendships Between Handicapped and 

Nonhudica^ed Students: Effects of Cooperative and Individualistic Instruction.' 
AKericam Mmtiomal faoarch .inurital, ibm, pp. 41S-423, l?Si. 

Tfcli ttidy looked at the effect of two types of instruction—cooperative and 
indivi^alittic— on the interaction patterns between forty handicapped and 
nonhandi capped third-grade students in a regular dassron. Both during and following 
the instructional situation (which was a unit in math), sociOMtric recordings were 
made by trained observers, and a questionnaire was ccmpleted by each student. The 
results indicated that cooperative learning promotes more cross-handicapped 
interaction both Airing instruction and in post-instructional free time than 
individualistic learning experiences. The authors feel that their results have 
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inportant iaflicttiont for tducational prutict particularly with rigard to 
MinttriM clasirooM whirt handi.appid and nonhandi capped children an studying and 
playing sidt by sidt. An tmphasis on coopirativi activitiis, both educational and 
r«criationa1, win build patttrns of inttractiont that Mill encourage reciprocal 
rather than parallel relations. 

Johnson, R.T. and Johnson, D.M. 'EHect* oi Cooperative, Competitive, and Individualistic 
Learning Experiences on Social Developnent.' Exceptional ChilA'tn. 49:4. pp. 
323-329, 1983. ' ^ 

In this study, the researchers pursue th< seat question as in their previous 
study(l981) Mith SON further expansion and retineMnt of their original hypothesis. 
This tiM, the fifty-nine subjects were fourth graders, and there were three 
ixperiMntal conditions-cooperative, coapetitive, and individualistic. Proximity 
during free tiRe was used as a dependent variable in this study, rather than 
cross-handicap interaction during free tiMe(1981 study), and perspective-taking 
ability Mas a neM variable in this study which involved asking non-handicapped 
children to pretend they had a learning problaa and then tell a story about a typical 
school day for the*. The results suppxt the earlier findings that cooperative 
learning experiences proaote aore interpersonal contact tstwien handicapped and 
nonhandi capped students than do individualistic and cmpetitive ones. Also, this 
study found that cooperative situations proMte higher stH-e steea on the part of all 
students (handicapped and nonhandi capped) and greater perspective-taking ability on 
the part of nonhandi capped studtPts than did conpetitive situations. 

LaNunziata, L.J., Hill, D.S., and Krausc, L.A. 'Teaching Social Skills In A Clastroon for 
Bthaviorally Disordered Students.' Bthavioral Dimrdtr*. 4,4, pp. 238-24*, 1981. 

Four students enrolled in stlf-cmtained classrooM for the Behaviorally 
Disordered Mre selected by their teachers for inclusion in this social skills 
training progrM. The proceAires used folloMtd Stephen's Social Skiilt ia th> 
CIWWP uid Hire iapleatnted by the classrooa teachers with the assistance of the 
researchers who provided an in-sereice workshop training and classrooa support via 
consultation and observation. IiprovNMnt occured in all targeted behaviors and 
functional relationships were established between teaching strategies (social 
•odeling, contracting, and social reinforccMnt) and several targeted behaviors 
(distractions ignored, on-task behavior, ud percentage of neat papers). Tht 
researchers conclude that Stephen's curricblua is a highly valuable tool for teaching 
social skills in the classrooi. (This article does not report on any carry over of 
what was learned in the self-contained classrooa into a less restrictive setting.) 

McCauley, R.U., Briininki, R.H., and Kenne*^, P. 'Behavioral Interactions of Hearing 
Impaired dildfen in Regular Classrocm.' Journal of Special Education. 10j3, pp. 
277-2M, If74. 

This w» a follcwup to an earlier study done on the saw hearing iapaired 
childre* i*h they were in the first and second gradis. This tiat the fxus was on 
coapartng the interactive behaviors of the hearing iapaired children with 
nonhandi capped children in the sim classrooas. It was an exploratory study and was 
based on observers rating interactive behaviors during several observation periods. 
Although there were no significant differences found between the hearing iapaired and 
nonhandi capped children with regard to positive and negative interactions within the 
classrooa, the there were quantitative differences. For exaiplc, hearing iapaired 
children directed aore verbalizations to their teachers than did nonhandi capped 
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childrtn, Mhtrias nonhandicappid chilrtn dirtctid nort verbal intiractions toward 
thiir purs than did tht htaring inpaircd childrin. Thf . istarchtrs concludt that 
thi tiachir is a priM source of support 'or htaring inpairid childrm. iwially 
Mhin tiachir/child inttraction ispositivt. 

McC1urt,,L.F., ChinsKy.J.M., and Larctn, S.U. 'Enhancing Social Problra-Solvmg 

PirfoTMnci in an EltMntary School Sttting.' Journal oi Educational Psygh Blnnv 

70:4, pp. 504-513, 1978. — ^ 

Tht purpost of this study was to clarify both tht thtorttical and practical 
rtlationships bttwttn social probiM solving, social ptrforaanci, and social 
adJustMnt in an tItMntary Khool sttting. Tht subjtcts wtrt 185 boys and girls in 
tht third and fourth gradts. Tht txptrimtntal dtsign ustd four training groupst no 
trtatatnt (control), vidio aodtling tapts (ttltvision), vidto aodtling tapts plus 
discussion txtrcists (discussion), and vidio Mdtling tapts plus rolt-play txtrcists 
(rolt play). Tht training prograa consisttd of six coapontnts: problia-solving 
oritntation, problia idtntif ication, alttrnativt solutions, 

considtration-of-constqutncts, tiaborar-ms, and inttgration. Tht findings gtntrally 
indicattd that tht roH-play trtatMnt isw)rt liktly to transftr to tvtryday social 
inttractions and to tnhanct childrtn's swial co^ittfRCt. 

Michtlson,L., Fosttr, S.L., and Ritchty, W.L. 'Social-Skills AsstSMnt of Childrtn.' In 
ft»tiHtt in Clii!i»l PmHolwytVol. 4. Lahty, B.B. and Ka2din,A.E. (Editors). Ntw 
Yorki PItnua Prtss, 1981. 

This is a vtry thorough rtviiw of amssMnt proctdurts, instruMnts, and 
ttrainology ustd by social skills inmt^ gators ovtr tht past ttn ytars. Tht 
diKussion focustd on tht follwing artas: tht pariMttrs ustd in asstssing socially 
skilltd bthavlors} the va1u« judgMnts iaplitd in qualitativt dtfinitions of 
•acctptablf btbaviori tht varloas atthods of asstssMnt such as rolt play, ratings 
by significant othirs, stif-rtport Masurts, and naturalistic obstrvation; and 
tvaluation of asstssMnt tools with rtgard to noraativt data, txttrnal rtliability, 
inttr-rattr rtliability, objtctivity, rtlationship to in vivo bthavior. long-and 
short-ttr« outcoMS, and applicability to difftrtnt agt groups. Tht authors 
concludt that it is iapirativt for ristarchirs analyzing childrtn's social skills to 
laploy a u,-idt varitty of asMSiMnt strattgits in ordir to tfftctivtly and accurattly 
■tasurt thi Itvtl of coaptttnct and dtttct probli* artas. 

Hichtlson, L., SuQai, D.P., Vood, R.P. and Kudin, A.E. Social Skills Assts—nt ..d 
Trainino with ChilifM. Nm York: Pltnui Prtss, 1983. 

This book is aiMd at proftssionals who want to carry out systiMtic social 
skills traiRiag progriM. Thtri is dttailtd infortMtion on issuts and atthodt of 
asstsMMt, types of social skills training approachts, 16 sptcific ttaching aodults 
(or liiNM), aad logistical issuts in planning and iapliMnting training progrws. 
Thsrt art wy vttful ipptndixts on Siapit AsstssMnt InstruMnts, and Social Skills 
Fil«s for Oiildrm. Tht authors havi inttgrattd a varitty of clinical and rtstarch 
findings iato an tfftctivt prograa for proMting soci.i skills growth in childrtn. 

Ntztr, H.W., and Nizer, B.R. Iiorovina Childrtn's Social Sk lllsi Ttchninu.s for Ttachtrs 
(Book of Rtadinos). Coapiltd by Ctnttr for tht Study of Social Acctptanct, 
(Mivirsity of Hassachusttts, Boston. 
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A colltction of thtrtttn >rticlmrf,ich givt tht inttrtsttd ttachtr an ovtrviiw 
of thi cupptnt rtstarch and thinking m the field of social cognition and social 
skills dtvi'opMnt. 

Odtn, S. and Ashir, s.R. 'Coaching Childrin m Social SkUis for Friendship Making.' 
Child DtMtlooii»nt. 48, pp. 495-504, 1977. 

In the first expinatntal condition in this study, third- and fourth-gradt 
socially isolated childrin wri coached in silicted social skills. They Mire then 
introduced into a play situation with a pur to practice ;^t skill, following which 
tht coach reviewed ^ht play-session with the*. In the second condition <pe»r 
pairing), isolated children played the sim gMtswith the sMt peers but did ^-oi 
have the previous coaching ins'.ruction. In the third condition (control), isoUted 
children v*re taken out of the dassroon with the peer, but each played solitary 
giMS and dii not interac* v -eceive coaching. The final results indicated that the 
socially isolated children who received coaching iap.oved signif ica.t'<ly Kore than the 
pe»r-pairing and control groups on a play socioMtrtc rating scale. These SMt 
children showed continued progress in a follOM-up asstssMnt one year later, a 
finding which particularly pleased the researchers since previous studies had not 
been found to produce lasting effects. There was, however, no generalization of 
these sKial skills acquired in a play setting to the work setting. 

SantMier,F. and Ko^czuk, U. 'Facili .(ion of Interactions Bttwceh Retarded and 

Nonretardtd Students in a Physical Education Setting.' tJucation and Trainino of the 
Mentally Rttirdtd. I6tl, pp. 20-23, 1981. 

Nine Mntally retarded seventh grade students were paiied with nine nonretardtd 
students and randaily assigned to one of three physical education treatment 
conditions! (1) control group (teacher praise for aotor skill ptrfonMnct); (2) 
txptriatntal group I (ttachtr inttrvtntion and ttachtr praist for aotor skill 
ptrfof«inct)j (3) tx^itriatntal group II (ttachtr inttrvtntion ni ttachtr praist for 
fflijl iptfrvfntign^ Obttrvtrs coded tht noibtr irf social inttr act ions occur ing in 
tach condition. Tht ISainutt sessions wert divided into th:tt stgientst 
introduction to the play «i|uipMnt, video-taped free play, and teacher directed 
physical activities. The results showed a significantly higher rate of social 
interaction xcured in experiMntal condition 11 where there was praise given for 
social interaction. The researchers conclude that Mrely pairing retarded and 
nonretardtd dots not ensure social interaction. Uhat this study does not show is who 
initiated the interactions, whether they were positive or negative, whether there was 
transference of interactions into other settings, and wliethi,* the increased 
interaction was still noticeable over tiM. 

SchMCk, R.A., aid SchMck, P.A. Srouo Processtt in the Classroai. Dubuque, Iowa. Ui. C. 
Brown Co., 197S. 

A «9tfil book with Mny ideas f» extibiishing a positive diaate in the 
classrott. The relationship of the sequential stages of group developatnt is 
particularx interesting. Several theories are described. 

Schulz, J.B. and Turnbull, A.P. Mainstreaaina Haii>iinDPea Students! A Guide for CUtsroam 
lii^ierii Bostons Allyn and Bacon, Inc. 1983. 

This book fKusts on the educational characteristics of M.iy types of 
handicapping conditions. 



131 



15: 



Sclman, R.L. 'Tht Child As Fnindship Philosophtr.' In Ashfp and 6ottMn(1981) 
Background InfoTMtion, p. i) pp. 242-272. 

Tht author rtviiw* vm of tht rtctnt littraturt on tht dcvtiopntntal aspicts o* 
fritndship fontation, and tfiscovtrs stvtral caMon thrtaos which Itad into his own 
pistarch on tht ptrsptctivt-taking-abil it/ of childrtn at difftrtnt agts. His own 
approach starts with gtntrating a structural-dtvtlopiMntal thtory of social cognition 
and thtn atttapting to stt tftpiricallx obstrwtd data tMars any rtliabit 
rtlatiortship to tht thtory. Thtrt art «try good dtscriptions of tht thrtt phasts of 
tht rtscarrh (constructing tht Mdtl, validating tht nodtl, and applying tht iiodtl), 
tht dtvtlopMntal Itvtis and stagts of fritndship, inportant issuts in tht fritndship 
d«*in, and futurt dirtctions for rtstarch. Of particular inttrtst is tht notion 
that a structural-dtvtlopMntal aodil should bi ustful for undtrstanding tht 
diMtlopMntal asptcts of social bthavior and functioning, csptcially whtn tht social 
skills of a child art not agt-ap-ropriatt or situation-appropriatt. 

Selaan, R.L. "Toward a Structural Analysis of Dtvtloping Inttrptrsonal Rtlaticns 
ConctptsiRtstarch with Nonial and Disturbtd Prtadoltsctnt Boys.' In A.O. Pick. 
Hinntsota Syoosia on Chi'd Psychol any. Vol. 10. Hinntapolis: Univ. of Hinn. Prtss. 
1974. 

Tht Min coipontnts of Stlaan's structural-dtvtlopMntal approach art txplaintd 
via rtftrtnctt to his two studits with nonul and disturbtd prtadoltKtnt boys. Tht 
guiding principit of his rtstarch is that 'social ptrsptctivt taking, dtf intd as tht 
dtvtlopwntal proctss by which tht child constructs and coivrihinds tht rtlation of 
tht ptrsptctivts of stif and othtr(s), is tht basic structural coapontnt of rtasoning 
about ctrtain soi.al cattgorits of txptritncf particularly rtasoning about 
inttrptrsonal rtlations.' Ht discussts tht fivt Itvtis of social ptrsptctivt taking 
inftrrtd or obMrvtd in his rtstarch so far, and rtlatts thtst to tht dtvtlopatnt of 
conctptions about int'. ptrsontl rtlations. Data froa tht studits is thoroughly 
prtstnttd and analyztd. Tht irticlt concludts with a sunary of what tht tvidtnct to 
datt has shown and what niw artas of rtstarch art suggtsttd by it. 

Spivak, 6. and Shurt, H.B. 'Tht Cognition of Social AdjustMnt.' Advmcts in Cllnicil 
PrnhplW/' Vol. 5. B.B. Lahty )nd A.E. Kazdin (Eds.) Ntw York: Pltnua Prtss, 1981. 

Tht authors prtstnt a dttailtd sjmry of thtir clinical and rtstarch work ovtr 
tht past dtcadt in which thty, and othtrs, havt attt^ittd to idtntify and Masurt a 
stt of thinking prxtssis which thty call inttrptrsonal cognitivt problta-solving 
skills (ICPS). In this articit ♦hty outlint tht thtory and assuiytions undtrlying 
thtir work, dtscribt tht ICPS skills that havt bttn idtntifitd to datt, introduct tht 
idea of non-ICPS thinking, and dtscribt stvtral training progrias which havt bttn 
found to tnhanct ICPS thinking. Tht ICPS skills thty dtscribt arti (1) tht capar.ty 
to gtntrttt alttrnativt solutions to problias} (2) tht ability to consider tht 
constMNCN of ont's sxial acts in ttrm of thtir iipact on othtr ptopit and on 
ontstHi (3) tht ability tOMntally articulatt tht stqutnci of sttps that aay bt 
ntctsttfr ti carry out a solution to a particular inttrptrsonal problta; (4) tht 
dtgrtt to lAlch a ptrson understands that a prtstnt problia has been deterained by 
prior eventsi (5) the ability to understand and articulate the vari ty of problem 
inherent in Interpersonal encounters, which they call 'sensitivity toprobleas'; and 
(4) the ability to see that surface behavior aay aask underlying issues and aotivts, 
kAich they call *dynaaic orientation.' 



1J2 



Stiinbick, U., Stainback, S., Raschkt, D., and Andtrson, R.J. "Thpii Methods 

Encouraging Inttractionft BttMttn Smrtly Rttardtd and Nonhandicapptd Students.' 
Education and Traininn o< tht Htntaily Rit^ri^ d^ 16.3, pp. 188-192, 1981. 

Thi authors dcscribt s«vtral approachis Ntiich havt b*tn found to tx'tfftctivt in 
incoupiging inttractiont bctwttn handicapptd and nonhandicapptd childrtn m tht 
m^iinstrtM clatsroon. Thtu includt: (1) classroon organization ttchniquts such as 
SAall htttrogtntous groups which taphasizt cooptrativt actigitits, and ust oi 
mattrials and toys which tncouragt inttraction; (2) training programs for tht 
rttardtd studtnts which ttach sptcific social inttraction skills; and (3) motivating 
tht nonhandicapptd studtnts to inttract with tht rttardtd studtnts, an arta which 
nttds nori rtstarch to dtvtlop tfftctivt approachts. This articit has son 
inttrtsting idtas, tMt dots not providt nuch dtpth in covtring tht topic. 

Strain, P.S. (Edito.0 Social Dtvtlomunt of ExctBti pnal Childrtn. Rxkvillt, Md: An Asptn 
Publication, 1982. 

This is a widt ranging colltction of 14 articlts froi a variety of journals tach 
of which dtals with som asptct of thi social dtvtlopMnt o* handicapptd childrtn. 
Hont, school and coMunity stttings art rtprtscnttd and throughout most articlts 
thirt is a strong focus on tht stagts of dtvtlopMnt a child and fMily tncovnttr in 
thtir livts togtthtr. 
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Family Support 



Editor note: 

We are grateful to Jo Bower, Associate Planner for the Massa- 
chusetts Developmental Disabilities Councils for contributing 
the following paper on Family Support. 
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I. INTRODUCTION 

In keeping with the Council's long-term objective of developing the concept 
of a "Lifetime Service Plan." and in conjunction with our case r .nagement service 
priority. I have been researching the state of the art across tli<i nation in the 
area of family support systems. 

Family support can ba defined as the coordination and 
delivery of those services which are necessary for persons with 
developmental disabilities to live a normal community life with 
their families. Family support encompasses services to an 
entire family unit. 

Researchers estimate that 75-90 percent of all persons with 
developmental disabilities live with their families. 
Historically, the needs of these families have been 
unrecognised by a servic* system largely focused on the 
provision of institutional services. Family support is not 




only a means to prevent institutionalization , but can be a 
catalyst for more deinstitutionalization as well. Moreover, as 
community-based services have developed, providers have not 
always involved families as much as they might. 



"The only way to change paradigms is to legislate, 
litigate, agitate, and bxiry the dinosaurs." C. Wieclc, 
Minnesota Developmental Disabilities Ccancil. 



- Although -feunilies in Massachusetts Jiave benefited from 
the growth of respite care and other support services from 
various state agencies, these developments represent only the 
"cutting edge" of %^at is needed to fully support families. 
These families experience not only the stress of caring for a 
person with disabilities, who may have complex medical, 
nutritional and/or physical -needs , but also the frustration of 
dealing with a fragmented, uncoordinated. Inadequate service 
system. This situation sometimes leads to family crisis and 
unnecessary out-of-home placement for the person with 
disabilities. 



"It is truly outrageous that if we place Adam outside 
our home, he will receive more services than we can get if 
we keep him at home. " A parent. 



The concept of "family support" has been endorsed In many states across 
the nation, and several major studies on family support policy and programmatic 
issues have been completed. 

A major resource for what follows is a study completed In May 1986 by the 
Human Services Research Institute entitled. "Family Care for Persons with Develop- 
mental Disabilities: A Growing Conuiitment." Many of the questions/issued raised 
below are framed as a result of reference to this document, and I am grateful to 
the staff of HSR I for their good work. 

The remainder of this merio is divided into 6 sections. It is intended to 
provide background, and raise issues and questions for further discussion. The 
Council is currtntly studying the concept of Family Support and collaborating 
on the developMnt of a major policy initiative for Massachusetts, as one piece 
of a "Lifetimt Strvice Plan" for all persons with developmental disabilities. 
A statewide fwily support system is highly compatible with all the Council's 
and the developmental disabilities movement's priorities and objectives. 

II. UHAT IS FAMILY SUPPORT? 

Family support services can be generally viewed as those services, in addi- 
tion to core residential arrangements, which are necessary to er ble development- 
ally disabled people to live a normal cooinunity life with their families. Family 
support is also viewed as a means not only to prevent institutionalization, but a 
catalyst for more deinstitutiorfalization as well. Family support encompasses 
services to an entTrie family unit, to enable it to inaiotain their member with a 
disability in tne none environifient. 



The services included under the rubric of family support are many and varied. 
Seventeen states currently have some kind of family support enabling legislation. 
Many other states are in the pilot/.demonstration phase of developing comprehensive 
family support services 'see Section IV). Massachusetts provides several services 
to families of developmental ly disabled individuals, including respite care; and 
numerous other services to certain subsets of the developmental ly disabled popula- 
tion itself, but the Coninonwealth has no legislation establishing a network of 
family support services for- the developmental ly disabled population as a whole. 

It is important to note that case management i5 an important component of 
some established family support programs; and that this function generally serves 
to access and coordinate other services which the disabled person needs. Massa- 
chusetts '"(limited) case management capabilities are-scattered across a*variety 
of state agencies. One of the Council's goals (in the federal service priority 
area) is to explore ways to institute a more comprehensive, cross-agency system. 

"Formal" family support programs in other states offer direct services, cash 
assistance or both, to assist a family in obteining the particular services it 
needs to maintain its severely disabled member at home. 

Some combination of the services listed below are customarily included in 
state-sponsored family support programs: 

diagnostic and evaluative procedures specialized therapies 

purchase of special equipment home health care 

companion services special clothing 

respite care recreational services 

housing modification special transportation 

counseling for the client anJ/or family case management 
medical /dental care not covered by personal care attendants 

insurance 

special diets and nutritional consulta- 
tion 

A growing nu»b€r of policy Bateri, planners and advocatas 
in Massachusatts ara racognixing tha naada of familias irito cara 
for parsons with davalopaantal disabilitiaa, and tha nacasaity 
for a eooprahansiva family support systam in tha CooDnonwaalth 
which will ba fiscally rasponsibla, prograaaatically sound # and 
abova all, rasponaiva to faaily naads. 



III. THE STATUS OF FAMILY SUPPORT IN MASSACHUSETTS: CURRENT SERVICES AND 
PROGRAMS 

1, Resptta Cara 

Raspita cara alloirs family maaibars to Jtaka a braak- from 
tha ongoing demands of caring for a disablad individual. It 
raducas amotional strass, dacraasas ^ha possibility J' 
naglact, and diminishas tha potential for institutionalixation. 
It can ba provided in tha family's home, a private provider's 
home, or in a facility. 



Three stai:e agenciea provide funding to a variety of 
private agencies which, in turn, provide various types of 
respite care to families. The Department of Social Services 
(DS8) pays for up to 10 days of respite care in each six month 
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period to families of individuals with developmental 
disabilities. (DSS Respite care is the only service in the 
state which uses the federal definition of developmental 
disabilities at a basis for service eligibility.) The 
Department of Mental Health (DMH) also funds respite earn, 
chiefly for adult clients whose primary diagnosis is mental 
retardation. The Department of Public Health (DPH) arranges 
and pays for a limited amount of respite at pediatric nursing 
homes for families ot medically involved, multiply-handicapped 
children. 



"What we *rant is the opportunity to live the way other 
—families do: to go- to a movie ^n- Saturday night, take a 
course at a conmunity college, run a bake sale at church." 
A parent. 



2. Specialized Home Care 

DMH provides "specialized home care" to individuals with 
developmental disabilities and their families. The service 
began as a foster care program and has since added tlie capacity 
to provide in-home supports to biological families in the areas 
of behavior management, leisures activities, activities of daily 
living, etc. There is no uniform service model; different DMH 
areas take different approaches. Specialized home care serves 
approximately 330 persons with specialized foster care and 
another 300 persous with in-home supports. 

DPH also pays for home care to medically involved children 
living at home. Home health care agencies provide these 
services, which are structured flexibly to meet families' 
needs . 

3. Early Intervention 

DPH contracts with about 45 programs to provide early 
intervention services to children ages birth to 3 who have or 
who are at risk of developmental delay. This service model has 
JV^^ focus, and assists the family to better care for their 
child s needs. Unfortunately, the service is not an 
entitlement and thus not available to all who need it. 

4. Generic and Private Services 

Generic services are another important piece of any family 
support system. Massachusetts has son* generic services which 
are. available and accessible to families with members who are 
developnentally disabled, »»ut there are many cosnaunity 
resources which are as yet untapped, or have not made 
themselves truly accessible to individuals with severe 
nandiccps. 
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Examples of "generic" state agency services which are 
available to families of persons with developmental 
disabilities are DSS' substitute care, day care, parent aides, 
etc.; these services are available to families ^o qualify by 
income, or by the fact thit their children are known to the 
Department. Also available are DSS' protective services, 
directed toward children in the Commonwealth %rtio are at risk of 
abuse and neglect. 

Sonn local communities also of fer-program» for persons -with 
developmental disabilities through municipal recreation 
departments, or truly •generic'' agencies such as the YMCA. 
However, many agencies without a special knowledge in dealing 
with persons who have disabilities have been reluctant to 
initiate such programs and in some areas there is a serious 
lack of social and recreational opportunities, as well as 
transportation to i^atever activities may exist. Some school 
departments have also enlarged their programs to include 
extra-curricular and adult education opportunities, but these 
opportunities are available only in some localities, and often 
on a very limited basis. There has never been a systematic 
statewide survey identifying exactly to %rtiat extent these 
services exist, or are needed. 

Local private, non-profit agencies, such as Associations 
for Retarded Citi7'»ns, have actively organized and prc»&oted a 
wide variety of activities for persons with disabilities. 
These services range from after-school activities and special 
trips, to an array of parent support, and self -advocacy groups. 
Parents have often been the driving force behind the 
development of these agencies and their services. 

5. Case Management/Service Coordination 



"...parents often search widely for the best possible 
service resources. The parent can be consumed fully in the 
role of agent on behalf of the disabled child." Darling, 
1979. 



Case management/ service coordination is an important 
component of family Mpport. Families needing more than one 
service froei more than one agency fraqpiently need assistance in 
finding services and coordinating their delivery. Some families 
also need support in learning how to be case managers 
themselves, so that they cah cirry on should professional case, 
management be interrupted or unavailable* 



6. Parent Support Groups 

A number of local advocacy groups (some of which are ^ 
referenced below) sponsor parent support groups, to enal^le 



ERLC 



138 



-6- 



families with menbers who are dlszibled to share information and 
support one amother. These groups have been tremendously 
helpful to families by eneibling them to solve problems by 
talking with other parents who may have faced and solved 
similar problems. 

7. Advocacy Resources 

Some advocacy resources are available to parents and 
families needing them. The Federation for Children with 
Special Needs provides technical assistance and training to 
parents and parent groups on a variety of topics, including the 
special education laws, how to work productively with human 
services professionals, and how to be an effective advocate. 
It also provides information and referral for parents seeking 
programs and/or program information for their disabled family 
member. The Federation also sponsors a special telephone 
advocacy service (funded by the Council) to help individuals 
who may be eligible for services under the "Turning 22" Law. 

The Federation also has strong linkages with a 
variety of other advocacy groups. 



"If we as agency providers fear 'the process of 
empowerment. . .we will destroy our ability to allow parents 
to take charge of their lives and to manage the care of 
their disabled child." A service provider who is also a 
parent . 



The major source of advocacy from within state government 
is the Help for Children program of the Office for Children, 
including assistance with special education problems. 



IV. FAMILY SUPPORT PROGRAMS IN OTHER STATES 

The Wlsijonsln Council for Developmental Disabilities recently completed a 
nationwide survty of "family support services" in 48 states. Support programs 
were Identified to Include: 

1. €Cononlc Incentives to adoptive parents of "dlfflcult-to-place" 
children: 

2. direct subsidies to families for the costs of care; 

3. technical assistance to families; 

si train Ing^^to^f ami lies with Institutionalized members, as a prelude 
to bringing the disabled family member home. 
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In general, there is wide variability in how these programs are designed, 
their capacity, eligibility, administration, services provided, etc. 

Some states limit eligibility according to age, or by severity of the dis- 
ability. Family cash subsidies seem to range around $200 per month and up. 

Michigan estimated that its program achieved significant cost savings: in- 
stitutional per day per person costs averaged $137 in FFY 1983, while the subsidy 
program cost $7 (per person) for the same period. 

Pilot programs have often been funded by the state DO Council, Once a pro- 
gram is'functioning and shown to be effective; state legislatures seem more-wtlltng 
to grant allocations to family support. Across all the states surveyed, legisla- 
tive appropriations ranged from $23,000 (CT) to $4,000,000 (MI) for a given fiscal 
year. Programs serve between 50 and 800 families per year. 

I have chosen five state programs to summarize below. Maryland , which provides 
support services and Michigan , which has a combination cash assistance/support service 
offer examples of what two mid-size industrial states have established. (Michigan 
is also considered a model state.) Rhode Island illustrates how a small-scale cash 
assistance program can be establisheJI Wisconsin, with a combination program, is also 
a "model state" and Pennsylvania has the oldest, formally designated "family support 
program" in the nation. 

A. Maryland 

Maryland's family support legislation was enacted in 1984 and was funded by 
the DO Council there at a level of $210,000. For the current fiscal year, the pro- 
gram has been level-funded, but the state is assuming half the cost ($110,000). 
The program limits eligibility to persons under age 22 who are in out-of-home 
placements or at risk of same. 

Nine services are covered under the program, including individual and family 
counseling, personal care, day care, specialized equipment, health services, res- 
pite care, housing adaptations, transportation and other needed services. Services 
are provided by the responsible state agency (Department of Health and Mental Hy- 
giene) contracting with appropriate private, non-profit agencies. The local agency 
is then responsible for coordinating and assisting the family in using all services 
which are already available under other programs. 

B. Michigan 

Michigan has two family support programs: cash assistance and support services. 
The subsidy progrM was, created in December 1983 and the support services were 
initiated as part of a pilot project in 1978 and expanded to cover the whole state 
in 1984. . 

In Fiscal Year 19dS, the Michigan Legislature appropriated $4 nillion for 
support services and $4.5 «i 11 ion for cash assistance. 

The support services ara available to all families of disabled individuals, 
regardless of. the person *s age. Additional ly* there are no income limitations. 
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although the actual services are available on a sliding fee basis. There is no 
limitation on what services may be used, but it has been found through survey 
activity that the most frequently used services are: special equipment, medical 
expenses, special diets, nutritional counseling, respite care, parent training, 
housing adaptations, diagnostic assessments, case management, and in-home assis- 
tance. 

To be eligible for cash assistance, a family must have: (a) taxable income of 
$60,000 or less; and (b) a child under 18 living at home who has been determined 
by an interdisciplinary team to be severely mentally impaired, severely multiply 
impaired, or autistically impaired. Families must submit a tax return annually 
and reapply for the subsidy each year. Every family found eligible for a sub- 
sidy receives $225 per month. 

If a family wishes to prepare to bring a family member home from an institu- 
tion and care for him/her at home, they would be eligible for a one-time payment of 
$550. 

The cash assistance program is intended to conplement, rather than supplant existing 
public assistance or social service payments. The costs of this program are paid 
90 percent by the st«te and 10 percent by the local county. Implementation of these 
programs has been carried out by the Department of Mental Health. The community 
mental health boards determine eligibility of applicants. Parents must report to 
the county mental health program annually on how they have spent the subsidy. It 
has been estimated t^at the cost of the subsidy program is $7.41 per person per day 
compared to $137 for institutional care, and that if one child is enabled to leave 
an institution or prevented from entering one, the cost savings are $47,000 per 
child per year. 

C. Pennsylvania 

Pennsylvania's Family Resource Services program is the oldest family support 
program in the nation. Enabling legislation for the program was passed in 1972, 
and $700,000 was appropriated that year. The Fiscal Year 1984 appropriation was 
$3.6 million, providing services to 13,000 persons at an average per family (or 
individual) cost of $1,734. 

Under Pennsylvania's broad eligibility guidelines, the following groups of 
persons are eligible: (1) mentally retarded persons who are living at home with 
natural, adoptive, or foster families; (2) mentally retarded persons living inde- 
pendently in the conmunity; and (3) natural, adoptive or foster families who are 
maintaining a mentally retarded person at home. There are no age limits. 

Services are provided on the basis of need, funding, and availability. They 
include: a wide variety of in-home therapies, recreation/leisure time activities, 
respite care, honenaker services, family education/training, family aid (babysitting), 
mobility training, hone adaptations, special diets, and special innovative services 
(which require prior approval). 

However,' not all of these services are available in all parts of the state. 
Because the program is. administered on a county basis, there are wide disparities 
- across the state in thertumber and amount of services available for families (or in- 
dividuals). 



D. Rhode Island 



Rhode Island has a snail cash assistance program which is helpful to examine as 
a potential pilot for a latter state. In FY 1984, the Legislature appropriated 
$256,000 and served 66 fanilies. These funds represent a mixture of state, federal 
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(Title XIX waiver) and private resources. The grassroots advocacy community played 
a pivotal role in working with the Legislature to initiate this program in 1977. 

The purpose of ^ cash assistancp was originally to encourage parents to bring their 
disabled sons/daughters home from state institutions. Since its inception, however, 
its purpose has expanded to include the avoidance of placement and to enhance the 
family's caretaking ability. An early interveiition program has been started to com- 
plement the subsidy and to discourage out-of-hbme placements. 

In order to receive cash assistance, the disabled family member must be men- 
tally retarded and must meet the admission criteria of the public institution OR 
the family must be experiencing difficulty in providing necessary care. There is 
no age limit. Subsidy payments for basic care of the individual range from $25 to 
$75 per week ($1 ,300-$3,900/year). Additionally, payments to support training of 
the individual are available in amounts ranging from $5 to $15 per week ($260-$630/ 
year). 

The payments may be used tc pay for the following services: case management, 
adaptive equipment, medical/dental services, educational /therapeutic services for 
the disabled person, housing modifications, respite care, family training or coun- 
seling and homemaker assistance. 

E. Wisconsin 

Wisconsin is another state which has a combination of support services and cash 
subsidies for families. It was signed into law earlier this year (1985) and there 
is a $300,000 appropriation for FY 1985, which is estimated to be adequate to serve 
400 families. 

The goals of the Wisconsin program are to promote opportunities for the care 
of disabled children in home environments, reduce the necessity for out-of-home 
placements, enhance the quality of life for these children and their families, to 
increase availability and coordination of needed services and to increase parental 
control in directing the service to be provided. 

The eligibility criteria for these programs includes a definition of dis- 
ability which closely follows the federal 00 definition, and an age limitation of 
under 21. The disabled person must be living in a "family" which is defined as a 
group that lives \.ogether and consists of at least one disabled child and the 
parent(s). A "parent" may be a birth or adoptive parent or guardian, or a "person 
acting in place of a parent." (e.g., those who provide care in group homes) 

An extensive and impressive array of services are included in this program. 
Suppi ,iental payments are $3,000 per child per year. The benefit level is deter- 
mined by a combination of factors which include income, family size, number of dis- 
abled children, and medical and other expenses of the diisabled child. The program 
is administered through the county mental health system. 



V. FAKILY SUPPORT IN MASSACHUSETTS-CURRENT ISSUES 
A. Plymouth DMH Area Pilot Project-One Approach 

Some of the family support services described above ace already offered in 
Massachusetts: one on a statewide basis (respite care) and others on a more 
limited basis, such as specialized foster care and assistance for cognitively 
United families. 

er|c '''if^^ 
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The OMH Plymouth Area has made a concerted effort to use new program monies 
to develop family support services. These include a transportation program for 
mentally retarded adults, parent support groups, and a resource directory. These 
services are overseen by a parent steering group. The funding level for these 
programs is currently at $35,000. The vendor is The Web of Life. Inc., an 
outdoor education agency which also sponsors two staff apartments for mentally 
retarded people. ^ 

n.«ant I''® services included in the family support contract were chosen for devel- 
opment based on a survey sent to 300 parents and other professionals working with 
mentally retarded clients Clients and/or families will pay for the trans?orta- 
t ion provided, approximately $3 for a trip from Plymouth to Hanover based on full 

iii iih «? V5® transporting of clients will be sub-contracted 

by The Web of Life to a transportation vendor. 



B. Components— What ' s Needed? 

In looking at the components which need to be included in the system i* will 
J^H 5h!2'r^H*° ascertain which services already exist in part or alFof ?he s'. Jie- 
JeSritId not2SJJ^°^'.f ^'^''^ be cooroinated Into an n- ' 

Je2 feJJi?rZLpSr^'f'^K^'5' ^° ^ identified, so that necessary 

new service components can be developed. 

important to determine what is the most critical barrier to %^t- 
In J/?^ • * designing family support. In the Plymouth area, it seeiped 

JS!ii'rh?Ml-'T'*^*'^°!'- P*"^"^^ °^ °° individuals are reluctant to 

Siip^rtiS?^ iiJ ®" J? °"^?" ^^^^"^ >^ tf^ey a'-e able to do so in- 

dependently. Other clients will need supervision in the community. 

K^^h^''- ?^ whether to provide direct services, or to provide cash assistance. 
?L important. The advantage of cash the control it gives to 

JJciS iiit the service(s) It needs. The disadvantage may be the con- 

fusion that results If parents do not know what is available and/or appropriate 
for their son/daughter, or If the needed service is not available. 

C. Eligibility-WH O? 

The question of who should rtcelve services is also critical. 

1. Should family support be provided, In the forti! of a few services 
to many families? 

2. Should family support be provided with many services to all (?) 
families? 

3. Should family support be provided to the most "needy" families; 
and should these families be offered a few services or many 
services? 

is diff!Il2i+*^5Il!i^*"*?^!'"??'",?"^ ^ to he addressed? A family's fleed 
IS aifferent from an Individual's need.. 

^« Administration— HOW? . 

support^£ldJ!^i!JJIii°"*^i^f"«^''?^i''? ^ <lo t'ith administration. Should fa.-«:iy 
and^itS S2!t i!^'^ °2 level or on a central level? Issues of access 

ana equity must be evaluated. The structure of services and access mechanisms 
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must be designed with a comniitment to family empowennent in mind. 

E. Fundi ng-HOW? 

Options: legislative appropriation 

federal funds (e.g., further use of Medicaid resources SSB6 
funds) 

private health insurance 
private sector resources 

F. Evaluation— HOW EFFECTIVE? 

Evaluation mechanisms need to be both quantitative (cost effectiveness) 
and qualitative (quality of services). The process and the outcome of family 
support should both be examined, both on a systems ?a' a family/individual 
level. 

¥1. DEVELOPING A FAMILY SUPPORT AGENDA FOR MASSACHUSEnS 

It is an exciting tiip^i ir. Massachusetts; over the past several >jars 
interest in addressing these issues and developing a family support sytem has 
been growing rapidly. The first statewide conference on family support services 
took place in November 1986 and brought together 150 parents and professionals 
to share -heir experiences and creative idaas for increasing support to 
families. 

An interagency policy group has formeJ and is distillirj the results of 
that conference into a position paper that will be a blueprint for the develop- 
ment of a family support system in the Commonwealth. 

Other groups, the Council included, are continuing to work for program 
innovations that would support families and are also trying to "spread the 
word" about what family support is and why it is important. 

From these activities, a strong agenda for the Comnonwealth is emerging; 
one that calls for more support to families who provide care at home for fc ily 
members with disabilities. Working in partnership with them, we can help ensure 
that thp-e families' lives are infused v/ith dignity and independence, and 
enable tnem to live in the mainstream of community life. 



If you would like more Information on how you can be involved in the 
family support "novement," call Jo Bower at (617) 727-6374. 
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Public Law 94.142 is the Eiducation for All HandicaK^ed 
Children Act of 1975. This section of the PEP starts with a 
brief overview of sane of the rights and responsibilities 
parents have under this law which is followea oy a paper that 
addresses recreation as a related service within P. L. 94- 
142. Partnership between parents and school systeiTo is the 
subject of the next paper and this is followed by a paper 
that addresses the legal aspects and their implications for 
the provision of related services. This section concludes 
with descriptions of several appeals cases that pertain to 
the provision of related services. 



PUBLIC LAW 94-142 
AND PARENTAL RIGHTS 
by Victoria DeSalvatore 

Parental rights and responsibilities are outlined very succinct- 
ly in Public Law 94-142. Parental rights focus on access to educa- 
tional records and information and involvement in the development 
of educational policy. 

1. It is the right of parents to be informed by the local 
school regarding "identifiable information" of their child. This 
information is defined as: the name of the child, address, personal 
identifying information (social security number) and a list of per- 
sonal characteristics which make it possible to identify the child. 
Parental rights include knowledge of school policies concerning 
storage, release and protection of Privacy regarding that in^'orma- 
tion. Parents have the right to a description of children on whom 
information is maintained, how that inforrration is gathered, and 
potential uses of the information. Parents must be informed of 
these rights at th^ initiation of a needs assessment (diagnosis/ 
evaluation) • 

2. Pare a have the right to a full review of the educational 
records on their child 

3. Parents have the right to a full and complete interpretation of 
the records and any amendments m&de due to inaccuracies. 

4. Parents have the right to permit or refuse release of personally 
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recognizable info lation to anyone other than officials of the 
agency. This right to privacy is upheld bv a due process hearing 
if the parent feels a violation has transpired. 

5. Parental rights also include the right to participation in 
the development and approval of educational policy. These are 
rights to participation at public hearings and membership in ad- 
visory panels. These public policy panels provide opportunities 
for parents to have a voice in the provision of special services. 
Overall, parents have the right to decide what educational services 
will ultimately be provided for their child. Services cannot be 
implemented without parental consent, and consent can be withheld. 

6. Parents have the right to retract their consent at any time. 
Consent is defined as informed consent with full disclosure of the 
plan in theii native language or taode of communication. 

7. Parents have the right to a due process hearing when any of 
the parental or child rights have suspected violations. 

8. It is a parental right and responsibility to be an active 
member in the lEP (case) hearing. The proceedings cannot begin 
until the school has the parents cooperatior or has documentation 
detailing the lack of success in methods emv -oyed for procuring 
their cooperation . Having parental input from the planning stage 
initiates a climate of cooperation between home and school which 
is considered most beneficial in pro'/iding specialized services. 
The school is responsible to ensure that the hearing or case con- 
ference is conducted without the use of technical language so that 
parents and others can follow and fully participate in the proceed- 
•ngs. 
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From the outset of referral, there are several responsibi- 
lities the school has in regard to parents.: 

1. Parerts must be informed of the referral, 

2. The school may not proceed without conse ... from the parents 
to conduct an evaluation. 

3. The school must communicate to the parents what theii and their 
child's rights are under P.L. 94-142. 

4. The school must notify parents of the lEP Case Hearing and 
schedule a mutually agreed-upon date and time. 

5. The lEP meeting must be conducted in the native language and/ 
or mode of communication. 

6. The school must provide an interpreter if necessary. 

7. Upon completion of the IE? process, the sc. must provide 
the parents with a written copy of the lEP. 

8. Through01^t the lEP process, the school must apprise parents 
of the due process rights of the parent and child. 

9. By apprising parents of their rights, the school is meeting 
their obligation to comply with federal and state regulations 
to uphold these rights. 

10. It is the responsibility of the schoo^ to reevaluate the child 
every three years for appropriateness of placement and services. 

11c The school must Implement the lEP as it has been written and 
approved by parents. 

When examining rights, roles' and responsibilities, it is evi- 
dent that each of these are clearly delineated by the Law's regula- 
tions. It Is clear that special education has been written into 
the educational system for the purpose of senrlng children and en- 
suring the best and most approrpiate education. 
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Appendix 





Clarifyins^ the Standards: 
Placement in a Least Restrictive Environment 

Offkt Of Sf^cM EducMton and MiibiHt^ 



Some people have interpreted 
the Least Aesnctive Environ- 
ment (LAE) to mean tnat alt 
handicapped students would tx 
placed in a resuiar dassroom, re- 
sardiess of their educational needs, 
and that a child would have to f^i m 
a re9uiar Classroom spcoai 
services would pe provided Sucnis 
not OSERS* intent 
OSERS 9oai is to ensure that: 

• Each handicippcd chUd) educ; 
tionai piacofim a determined 
annually 

a The placement is based on his or 
her individual education prosram 

(lEW 

a A continuum or alternative place- 
ments IS avaiiaM to meet the needs 
of handicapped Children ibr special 
education and related services The 
cononuum includes resuiar dasses, 
speoai classa, special scnoois, home 
instruction, and instruction in nospi- 
t sand institutions 

a Eacfi Child is educated m the LftE ap- 
propriate to that child 



The overriding principle is that 
placement oeosions must be made 
on an individual basis and tnat ven- 
ous attemaove placements must be 
available tn order to ensure that each 
handicapped child receives an edu- 
cation which ts appropriate to his or 
her individual needs 

Rndings m the past indicate that 
pigments sometimes are not based 
on the unique educational needs of 
the individual child Placement dea- 
sions may have been determined by 
the avc»i^iity of space, transporta- 
tion, or required related services or 
by the category of handicapprng 
condition 

Therefore, we are reviewing the 
process by which placement deci- 
sions are being made in oroer for the 
LRE requirements to be met written 
procedures for placement decisions 
must be in place The standards 
OSERS developed can be used as 
guidelines to assist states m tr>e devel- 
opment of their own guidelines 

0 >ERS has received numerous 
co..imenis and suggestions on the im- 



plementation of LRE \fM art review* 
ing tr>e$e commencs carefully and 
intend to revise wur standards to 
more clearly ref lea the intent oc- 
pressed m this statement • 
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RECREATION AND SPECIAL EDUCATION 

Gerald S. Fain, Ph.D 

When many teachers in our puDiic schools see a special 
education child, they feel pity. Some feel inadequate. Others 
feel conflict. Fundamentally, educators as a group, understand 
and support the concept requiring Inclusion of ALL children in 
regular education regardless of handicapping condition. However, 
when this mandate is reduced to the individual responsibility of a 
teacher, some may not be very accepting. This is not to blame 
teachers for negative attitudes toward children in special 
education, rather it Is to try to understand why they often behave 
the way they do. I wonder, could It be that even with th^ir 
education, training, and certification, there ars teachers who 
really do not understand why schools have reaponsibl 1 ity for 
special education? 

Personally, I h^ve a much different point of view. When I 
see a child entering special education, I see a great opportunity. 
I want to tell my favorite stories about people with disabilities. 
I an reminded of my friends that, despite disabling conditions 
ride horses, climb mountains, train for road races, ccxnpose music 
and paint pictures. I am anxious to share these HEALTH GIVING 
experiences that Illustrate how each of us can attain individual 
freedom and dignity, I see this as a primary responsibility of 
education. These optimistic feelings of hope are well known to 
many people who work with children in special education. These 
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are the feelings that make GREAT teachers and recreators. These 
professionals see more than a handicapping condition and the 
subsequent need to change their curriculum and methods of 
instruction... they see children! 

INDIVIDUAI ACHIEVEMENT 

This point of view or attitude most often comes from 
personal experience that takes place cutslde of the school 
environment. Going to the museum, zoo, or library, spending time 
at the movies or learning to shoot a basketball are experiences 
that represent part of normal living. It is during these times 
that people access AVAILABLE HEALTH end INTACT STRENGTH that may 
not be revealed through the basic school curriculum. Play and 
recreation are NORMAL for children. When we get to know children 
in recreation we have a better chance of seeing them as NORMAL. 

The idea of available health and Intact strength is 
fundamental to good education and recreation practice. When we 
are reminded that most schools are designed to serve the "average" 
or "norm" we realize that the idea of exceptionality creates a 
probleo. The problem is created ^;hen the school steadfastly 
requires adherance to the principle that, "all children are 
expected to neet the minimum standards for their respective grade 
level." If a child gets too far ahead of the norm or falls too 
far behind, the school is challenged to either fail the child or 
provide an appropriate curriculum. Thus, regardless as to 
development of the individual child, the curriculum wl 1 1 primarily 

149 

17:. 



De based upon the AVERAGE student. It also implies that if a 
child has AVAILABLE HEALTH or INTACT STRENGTH in an area that is 
not of interest to the school, it will not be attended to. 

In recreation this need not oe the case. The question in 
recreation ought not be, 'what standard havt you fallen below?" 
out rather, "what is it that you CAN DO!" Given your available 
health and intact strength, how can your individual development oe 
facilitated? This position requires that we accept the idea that 
HEALTH and STRENGTH are variables which have primary value to the 
Individual: not the norm. The meaning of success or achievement 
is determined not by the group standards, but by the goals for the 
individual . 

The original rationale for including recreation as a related 
service within special education was based in part on several 
assumptions. 

1. We understand that ALL children benefit from 
recreation. 

2. We can predict that many of the children placed 
In special education will be unemployed or 
underemployed at rates which exceed those of children 
In regular education. 

3. We believe that recreation has curative values 
that can actually enhance child development and 
support success in education. 

150 



4. We understand that the skUls required for 
successful participation in recreation oegin in 
childhood and last a lifetime. 

5. We also understand that recreation behavior is 
dependent upon effective social skills which are 
essential to good education. 

Moreover, those who have contact with children in 
special education come to learn that ;ducation has meaning 
well beyond what is written in a report card. Special 
education is much more than education. It is a moral 
imperative based in human rights. Children, regardless of 
their abilities, must be atven the chance to develop. This 
is the one of our most sacred freedoms. Symbolically, this 
freedom is exercised each time an individual decided what 
they will do. This is why recreation can be so important; 
for in recreation, we have the chance to assert our freedom 
to choose. 

DEFINITION OF TERMS 

Recreation is Included as a related service In PL 94-142. 
However , the mean I ng of the word and concept 1 s often 
misunderstood. This problem is further confounded when we 
Introduce the ideas of therapeutic recreation and leisure. 

Recreation and Leiaurg: Recreation is most often considered 
to be activity engaged in during discretionary time. It is 



151 

17^ 



the qualification of unobligated time that primarily 
determines recreation, not the activity Work might be fun 
at times but work time cannot be recreation. Within this 
conceptualization of recreation, leisure becomes possible. 
Leisure is mere than freedom to be, it is a state-of-being. 

As early as 1918, those in the field of education 
recognized recreation as an important tool in facilitating 
LEISURE. At that time, leisure was included among the seven 
Cardi na 1 Pr i nc i p 1 es of Secondary Educat ion . The other 
principles included heal th, home 1 ife, learning, 
citizenship, vocations and character. 

During this same period, John Dewey, primary leader in 
the development of American education wrote, 

"Education has no more serious responsibility than the 
mak i ng of adequate prov i si on f or en j oymen t of 
recreative leisure; not only for the sake of immediate 
health... but for the sake of its lasting effect upon 
the habit of the mind." ( DEMOCRACY AND EDUCATION, p. 
205 ) 

Therapeutic Recreation: It has not been until the last decade 
that therapeutic recreation has taken on meaning within public 
education. Prior to that time, along with related allied health 
professions. It was practiced primarily within medical settings. 

As a service within special education, therapeutic 
recreation seeks to contribute to the individual education plan by 
offering recreation programs that are consistent with the 
individual needs of the student. The services are usually 
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delivered In a small group or on an Indiviaual basis. The purpose 
of therapeutic recreation is generally seen as contributing to the 
development of recreation values, interests, and skills. It is 
because of this rationale, as articulated by educators and 
parents, that recreation was included within PL 94-142. 

CONCLUSION 

PL 94-142 asserts, "To assure the free appropriate public 
education of all handicapped children." Let us be mindful tnat 
recreation Is a long recognized part of education and Ic is our 
obligation to insure that It ought also be free appropriate and 
available to ALL children. 

Toward this end, we may come to understand two Important 
concepts fundamental to both regular education and special 
education. First, all children benefit from an individualized 
education pian. The past decade of special education has taught 
us that virtually all children can be- educated. When we 
Individualize the Instruction, unique talents are discovered. 
Imagine how strong American education would be If every child was 
treated as a special child. This would be an Ideal way to serve 
children. Let us recognize that children have varying needs and 
abilities which are often neglected in regular education. Special 
education has taught us that when recreation Is Included In 
Individualized Instruction, enormous benefit to children is 
possible. 
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oecond, let us abandon the idea that schools are where 
education takes place while recreation is left to chance. 
Education and recreation need not live in two separate worlds. 
When we dignify recreation by accepting it as part of schooling in 
America, we allow the legitimate expansion of our curriculum into 
areas that help reveal the unique abilities of children. The 
result is that we dignify the child who may not be achieving 
success In other areas of the curriculum. Not all children ought 
to be Judged by their likelihood to get "good grades," go to 
college and become tax payers. For some children, learning to 
live a productive life Is entirely dependent upon the ability to 
participate in recreation and experience leisure. 
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THE PARENT/ SCHOOL RELATIONSHIP 
by 

Linda Broul 1 lett^ 



Special education Is now a right to be 
claimed not a service to be begged... and 
educators and parents ailke must understand 
their new responsibilities under the law 
(Llederman, 1975, p. 7). 

Since these forceful lines were written In 1975 In the 
midst of the Implementation of Chapter 766 (the 
comprehensive Massachusetts special education law) parents 
and educators have been struggling to provide a more 
enlightened m ^nlng to these rights and responsibilities 
established by the mandates of law. The task and challenge 
to both groups has been significant and vitally dependent 
on the development of a successful school/parent 
relationship or "partnership." ?or under both federal and 
state laws "parents have been made eq^jial partners with the 
school professionals In the business of educating their 
children" (Joann, et al«» 1980, p. 28). 

The purpose of this paper is to assist the parents of 
chllonrn who have special educational needs and the 
professionals who work with them to develop the confidence 
and skills necessary to build this crucial partnership. No 
law • whether state or federal, can legislate partnership. 
Only people can make real partnership happen. Dedicated 
professionals, teachers, and parents wo.**klng together can 
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overcome all the obstacles to provldinti the "free and 
appropriate' education for all children" that the authors of 
the federal special education law (modeled after Chapter 
766) envisioned. 

Unfortunately the development of this "partnership" has 
been difficult In many Instances (Joann, et al., 1980, p. 
28). Many parents were disillusioned by the performances of 
some school districts before the advent of the law and In 
the early days of Chapter 766 Implementation. "Parents 
often distrusted schools and an adversarial relationship 
resulted which was detrimental to the child." (Joann, et 
a I., 1980, p. 29). In addition, the adversarial character of 
an array of published literature for parents (Llederman. 
1975; Scilett, 1980) fueled these hostilities. For example, 
Stanley Salett (1980) In a report to Congress quoted a 
Carnegie CovincU report The Un»v D»eted Minority; 

Hflndl CflPPffd Ch 1 1 drnn Lr America stressing the need for 

parent Involvem nt In the education of their children and 
the dsvclopment of parent self-help groups. But one of the 
reasons h« gives for the establishment of such groups Is tc 
gain "greater leverage sgalnst professionals and the school 
system" CSalett, lOCO, p. 16). 

Given this difficult rocky background school districts 
have had an awesome task "In regaining the parent?" 
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confidence and re-eatabl ishlng a productive relationship" 
(Joann, Brown, McGarry, 1980, p. 29). Perhaps, the time has 
come to shift from an adversarial foujs to an Informed and 
cooperative one based on the development of knowledge, 
skills, and training for both parents and professionals. 

Research has documented other problems Impeding 
"partnership" for both schools and parents. For example, the 
results of one study pointed out that although a parent's 
right to participate actively In his or her child's 
educational planning team was mandated, moat professionals 
felt that parents should only be expected to provide 
information to the team. "They are not expected to 
participate actively In making decisions about their child's 
program" (Yoshlda, et al., 1978, p. 534). 

A follow-up study to de:eifmlne how, In fact, parents 
did feel about their Involvement In decision making yielded 
results similar to the professionals (Lusthaus, et al., 
1981, p. 257). Barents did most often find themselves In the 
role of giving and receiving Information. In general this 
was a role they wished to continue to play. Further, 
parents only wanted to move beyond the Informational role to 
* dscislon making role In three areastl. the kinds of 
information kept on their children, 2. medical services for 
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theltr children, 3. the transfer of their children to other 
schools. 

The similarities of feeling In both groups could be 
viewed at least as a basis for cooperation In the planning 
process (Lusthaus, et al.,1981 p. 257). Cooperation could 
then become the foundation for the establishment of a more 
productive parent school relationship. This cannot be 
achieved as long as both parents and professionals are 
relucant to Involve each other In more than the 
ti-adltlonal ly perceived roles that each feels comfortable 
with. Often the fears of both groups Inhibit them from 
working together In a more give and take fashion. 
Professionals need to accept parents In more than an 
Informational or subservient role. Parents speaking at a 
recent conference (TASHE Conference, 1986) emphatically 
suggested they are often only encouraged to do menial tasks 
for the school. Substantive roles are discouraged. 
Overwhelmingly these parents repeated "Give us something 
Important to do and we'll be there." Professionals must be 
assured that their professional stature will be enhanced, 
not diminished by providing parents the opportunity to play 
a greater role In the education of their children. Parents 
also need reassurance and the confidence to believe that 
their Input In a wider variety of areas regarding the 
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education of their children la vital and equal to that of 
the professionals because they know their child best. Both 
parents and professionals need to reach out to each other 
cognizant of the fears each have. 

Other barriers within the educational evaluation 
process itself that inhibit "partnership" were cited in a 
1980 study based on a national survey conducted with 2,500 
parents of children with varied disabilities (Salett and 
Henderson, 1980). In this survey parent response indicated 
that, although many aspects of the Individualized 
Educational Plan <IEP> process seemed to be working well, 
parents still were not participating as full partners in 
the development of lEPs » (Salett and Henderson, 1980 , p. 
15). A summary of positive and negative aspects of the 
process fol lows: 

Poaltiva Aaoeeta 

-most parents reported the lEP did 

contain basic required Information 
-most parents felt adequately informed 
about the IE? 
-most parents felt the IE? seemed to 
"fit" their children's needs 
Meoatlv Aanoeta 

-most parents felt that they were not 
being prepared to participate in the 
process 

-parents oftentimes felt lEPs were 
"canned* or prepared before the meeting 

-parents fe't lEPs were written using 
standardized language and Jargon 
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This study demonstrates the progress that has been made 
by professionals and parents together in the development of 
the lEP. Much remains to be done, however, to further 
partnership in the process. Professionals need to be 
comfortable enough with their roles to let the process truly 
become participatory. For example, lEP's should be 
developed In concert with parents, not In stock language 
prior to meetings. Also, professionals must make every 
effort to use language that can be understood by everyone 
Involved. Parents need to take responsibility to learn 
about the process to prepare themselves for more substantive 
participation. 

One other factor 'Elating to partnership in the lEP 
process was documented by tne 1982. 766 Final implamiintat inn 
RftfiQCt (Joann, et al., 1980 ). It was found that the 
entire evaluation process was often traumatic for parents, 
students, and school personnel alike. Further, with regard 
to parents 

school staff vastly underestimated the 
emotional Impact of evaluation meetings 
upon parents. Some parents received a sense 
from these meetings that the child's 
disability or need for special education 
services was in some way their fault. 
(McGarry, Finan, 1982, p. 59). 

Misperceptions such as these certainly have contributed to 

the building of barriers in the development of 
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school/parent partnerships. Professionals must be cognizant 
of the common feelings of guilt for their child that 
parents may feel and relate to them in ways that alleviate 
these feelings. Professionals should not assume, however, 
that all families wit^i a disabled child are troubled and in 
need of help. Most struggle with the same disappointments 
and are uplifted by the same Joys as all other families. 
Parents, as well, should try to understand the role of 
professionals more thoroughly so they can try to relate in 
positive ways. 

In addition to these often documented cannon sources of 
difficulties impeding "partnership" other kinds of Issues 
are often unrecognized and therefore, remain troublesome. 
Philip Roos (1984) has identified the following: 

1. Values. Frequently professionals and 
parents assume they hold the same values 
about what Is desirable for their jhlld. 
In reality those values may be 
incompatible. 

2. Objectives and Priorities. Parents and 
professionals may have different ideas 
regarding the relative Importance of 
specific goals and objectives. 

3. Long term versus short term orientation. 
Parents may be more concerned about the 
present situation with a child than about 
long term goals. The same could be true 
ot professionals. Goals must be mutually 
agreeable. 

4. Competition. Parents may feel hurt that 
a stranger (namely the ceacher) Is more 
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successful than they are with the child. 
The professional may feel threatened that 
untrained and unsophisticated parents may 
succeed where they have failed. As a 
result each may surreptitiously, 
consciously undermine each other^s 
efforts. 

These Issues must be recognized and discussed If parents and 
professionals are to work more cooperatively together. 

If the substantive parent /school relationship tha". 
improves the quality of student education that the framers 
of the special education laws envisioned Is to be a reality 
both professionals and parents must continue to reach out to 
each other and work more effectively togather. Each must 
recognize that respect for the child should be the ultimate 
band that binds them. Some general reccnmendatlon'^ 
suggested by the research for achlevelng this eno are 
presented In the fol it -Ing paragraphs. 

The first Important consideration Is that the law has 
created real opportunities for professionals and parents to 
worU together to develop more and better program 
alternatives for children with special educational needs. 
Parent* need not be pitted against professionals to 
acconplloh this. Attolnlstrators and educators' attitudes 
have" clearly changed" In the years since the advent of the 
special education laws (Joanne, et all, 1980, p. 29). Most 
professionals have realized that the law provides them with 
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greater opportunities for procram alternatives because it 
presents them wi*-.h the flexibility and mandate that is 
needed to develop programs that coulu only be dreamed of In 
years past. According to the Chapter 766 Ftna] 
Implementation Hmoart "this freedom has led to many new 
successful innovative programs" (Joann**. et al., 1980, p. 
28). Parents and professionals in the special education 
field can and should work together to develop greater 
resources for the children both groups care about so much. 

A second consideration centers on a clearly neede 
on-going effort to inform parents of their rights under the 
law and to encourage greater participation in the lEP 
process. Particularly, greater effort must be made to 
reach out to "vulnerable mul ti -problem families" that have 
so far not participated in the process (McGarry and Finan, 
1982, p. 60). Training programs and statements of rights, 
as well as responsibilities, for both parents and 
professionals should present information in aiLicable ways 
that stress cooperation yet, tenaciousness in the task of 
the dsvelopment of appropriate programming for their 
students. Knowledge of the special education laws and 
assertive striving in a congenial manner to achieve quality 
service is the key to successful school/pe- mt partnership. 
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Specific suggestions to achieving partnership with schools 
follow In a later section of this paper. 

Further, with regard to training programs, if parents 
and professionals are to be equal partners more training 
programs must be provided them. The basis of cooperation 
built upon the role of Information sharing that both parents 
and professionals feel comfortable with must be expanded 
upon. Training programs that bring both parents and 
professionals together need to be developed. Many current 
training programs according to parents are "extremely 
l.isultlng* (Schulz, 1984). They assume that training Is 
always needed. Many parents have raised children with 
complicated problems. Both parents and professionals have 
much to contribute to training programs. Only by pooling 
resources can they learn from each other. New models of 
cooperation will be developed as both groups come to see 
each other as striving for he similar goal of the best 
education for their children. Then perhaps both parents a"d 
professionals can begin to view the parent's role In the 
educational process as substantive rather than Just 
Informational In character. 

Successful parent and teacher training programs that 
do exist must be Identified, plans for them disseminated, 
and they must be replicated. Both groups must make every 
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effort to avail themselves of local programs that are 
offered and if possible initiate and/or support the 
development of new ones. 

In addition to attending training programs parents must 
begin to develop self-help groups <G1 ie<*nan and Roth, 1980). 
These groups should be established to provide the support 
and understanding that only the parents of other children 
with disabities can provide. Parents who participate in 
these groups have the opportunity to develop 
self-confidence and knowUJge that can aid them in all 
facets of their life with their children, including what's 
best for their child's educational program. If on« of the 
stated goals of the group, however, is to "gain leverage 
against the school" (Salett, 1980, p. 16) the adversarial 
character will not only instill negativism in parents but 
certainly preclude the establishment of cooperative 
patterns in working with schools. Instead, parents in such 
groups can do much to work cooperatively with schools. 
Training programs can be established, speakers can be 
Interchanged, public relations programs for special 
education programs can be undertaken, the raising of funds 
of extrc prog"un activities can be embarked upon, service on 
various special edubation committees can be encouraged, as 
well as the establishment of a general presence to ra;se 
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consclouanessi In the school and community at large. 
Activities such as these which focus on cooperation and 
minimize an adversarial role will accompli sn much toward the 
goal of partnership with professionals. 

Professionals should be supportive of parents' attempts 
to start self-help groups. Whenever possible It would 
behoove them to help Initiate such groups. Professionals 
need to be cognizant of the help that parent groups can 
provide them In their quest to develop Innovative and 
quality programming for the children they are cl.arged to 
educate. Cooperation that leads to partnership can make the 
professional's Job easier by providing a broader base of 
support In the conmunlty for the development of programs for 
children with disabilities. 

A third consideration relates to communication and 
respect. Clear two-way ccninunlcatlon Is essential to 
effective parent professional interaction. However, that 
ccninunlcatlon must be coupled with respect. Professionals 
must &ocept parents for v**o they are and parents must do the 
same. 

A final consideration centers on specific procedural 
suggestions to help alleviate the evaluation trauma that 
everyone involved in the IE? process feels (Joanne, et al , 
1980, p. 29). Professionals must go to every length 
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possible to Include parents In all meetings, programs, and 
the classrooms of their Individual chl Idren. This means 
deve 1 op i ng an open spec I al educat I on system that l p.v 1 tes 
involvement and scrutiny. Often it means extrc. office 
work including phone calls, mailings etc. Meetings should 
be scheduled at convenient times and places and conducted in 
a f or thr i gtfit open manner I n 1 anguage under standab 1 e to 
everyone Involved, 

Parents should make every effort to participate in 
meetings and programs that are scheduled. If attendence is 
impossible the school should be notified promptly to enable 
the program or meeting to go on or be res-^hedul ed. When 
professionals feel the interest and caring of parents they 
are motivated even more positively to provide the best 
education. Oftentimes they are anxious and proud to share 
success with parents, only to sit » . a meeting waiting for 
someone who does not attend. Partnership Is created by 
everyone^s caring and concern expressed through the meeting. 

Quality special education cannot "be a service to be 
begged, but neither can it be just a "right to claimed" or 
we will be doomed to repeat the mistakes and inadequacies of 
the past. Instead, quality special education must be forged 
by a "partnership" based on "responaibi 1 1 t les to be 
fulfilled" in ever enlightening ways by both parerits and 
educators. 
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PARENTS AND PARTNERSHIP 

Education is a major part of any child^s life for 
many years. It has long been recognized that parent 
involvement in the process is benefici^^ for both *:he 
child and the school. For your child w.th disabilities 
this involvement is crucial . Under che federal 
special education law known as Chapter 94-142 you have 
been given the unique right to participate in an equal 
way with professionals in helping to plan the education 
of your child. Don^ be intimidated by ;he word 
-professional!" Some, it is true, still cling to old 
notions that education for children with disabilities 
should be separate and decided upon by them. However, 
most supp^.t the Intent and rights established by 
Chapter 94-142 . Most ar- dedicated people who want 
the law to work well for all the children they have 
been trained to serve. Besides, professionals will 
come and go 1 n your ch i I d^ s schoo 1 years . A 1 though 
they may be dedicated and care deeply about yov.r child 
and his/her education, their involvement Is necessarily 
temporary In nature. With eacn passing year they must 
move on to the challenge of Incoming children's 
learning . The life of your child, o.i the other hand, 
win be intermixed with yours for a lifetime. You know 
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your child in ways educators can never know. You 
should, therefore, utilize the right the law has 
afforded you to pi ay an equal ole wl th the 
professionals. There are several ways you can begin to 
prepare yourself to assume a partnership role. 

First, learn everything you can about the 
special education laws. Read as much as you can. A 
bibliography to get you started is included after this 
paper . Take advantage of lectures, workshops, and 
training sessions that are continually being developed 
and financially supported by private or, local, state, 
and federal agencies. Many are advertised in local 
papers, bulletin boards, and radio. Join local support 
groups and state and national organizations for the 
families of children with disabilities. These will 
provide you with a link to other parents with similar 
concerns. In addition, they will provide you an 
important source of ongoing new information related to 
your child^s disability as well as the lav. 

Second, approach your child's school in an 
assertive, yet positive, friendly way. To get things 
accomplished will require a combination of these 
traits. Put your best <oot forward, but make your 
expectations for your child^s progress and program 
clear. In addition, you should make an effort to 
understand the problems and concerns educators may 
have. This insight will facilitate the 
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establishment of an amicable, productive relationship. 
Mutual sel f -respect is crucial for parents and 
professional s. You and the professional educators in 
your child's life need each other. Each possesses a 
un i que perspect i ve and i nf ormat i on that make a 
successf u 1 educat i onal program possi ble . 

Third, assumeing a partnership role will require 
you to have frequent contact, both formal and Informal, 
with your chl Id^s school . The fol lowing suggestions 
adapted from the book Partncrg! A Guidg To Wnrkino with 
School a for Parents of Children uitV y gpi>riAl Needa by 
David LI 1 lie and Patricia Place will be of great help 
In working effectively on an Informal basis with the 
school professionals charged with the education of your 
chl Id. 



1. Try to Interact In a positive manner with the 
people who work with your child. Even though the law 
stipulates that you should be Involved In 
decisionmaking activities, you may encounter resistance 
to your inclusion in these various steps* React 1 ng 
with anger and bitterness wl 1 1 not help your cause. 
When you encounter resistance, it Is Important to stay 
confident and calm, but Insistent. 

2. Try to build a good working relationship with your 
child's teacher. You should have frequent and positive 
Interaction with the teacher to make sure that you 
know what is going on In the classroom. Share your 
views about your child's disabilities with the teacher. 
Ask for adv 1 ce and suggest 1 ons In fol 1 owing through 
with :he school's goals at home. 

3. Try to develop a special relationship with one of 
the school system staff memb'^rs v;ho demonstrates 
empathy and understanding of ycjr role as the principal 
monitor and decision mak^r for your child. 
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4. Be your child's service coordinator and 
recordkeeper . Start a notebook to keep track of na/nes, 
addresses , phone numbers , dates of visits, and the 
people present during the meetings. A good technique 
is to write down the questions you ask at the 
meetings, the answers you receive, and who gave them to 
you • 

5. Try to keep a record of all correspondence with the 
school system. It provides you with a way to become an 
expert on your chi Id^s educational program. Record 
keeping like this may be time-consuming for you, but 
this time is worthwhile when you consider the impact 
you will have on your chi Id^s future. 

6. Become very familar with the records that the 
school system is keeping on your child. Ask for copies 
of your children^'s records. 

7. Be sure you understand the terms used by the school 
staff members and other professionals. When you don^'t 
understand ask for further explanation and an example. 
Ask questions! It may be that your child"^ teacher 
will not bring up concerns because he/she is not only 
your child^'s advocate but an employee of the school. A 
teacher faced with a difficult situation may not 
volunteer information, but is likely to answer frankly 
any questions you have the initiative to ask. 

8. Think positively. Be assertive in a pleasant way, 
not agressive in a pushy and angry manner. Examine 
your own feel Ings and come to grips wi th how they 
relate to your efforts on behal f of your chi Id. 
Parents of a child with special needs often have 
feelings of frustration, anger and guilt related to 
their child "s problem. Relieving this frustration in 
an angry and hostile mannner may help vent your 
feelings, but may be destructive In building a 
partnership with the school that will lead to a good 
educational program for your child. 

Fourth, scheduled formal evaluation team meetings 

can be a positive chance for the adults most concerned 

with how your child is doing in school to develop new 

and satisfying Individualized Educational Plans (lEPs). 

It Is the time for you to express your expectations and 

concerns as well as give and receive information- 

Donn be intimidated by the professionals! Be 




confident of the va)ue of your contribution to the 
meeting. Some suggestions included at the end of this 
P per which were adapted from a boo^x, Communicat ino 

W i th Pargntg of Except i onal Ch i i dr^n by Roger Kroth 

win be helpful to aid you to fully participate in the 
process* 

Finally, realize that procedural matters can be 
important avenues to mai ntain i ng par tnersh ip , For 
example, try to be on time for appointments. If you 
cannot attend call the school personnel to inform them 
as soon as possible. This not only acknowledges your 
concern for the professionals' time but facilitates the 
rescheduling of the meeting at a mutually convenient 
time. In addition, try to respond to notes, calls, and 
requests from the school as soon as you can. Though it 
might seem tiring and repetitious someone at school is 
waiting for your response, perhaps needing something, 
to work more effectively with your child. 

After working with your child's school staff for 
awhile you will be able to decide whether their 
attitudes and practices toward your child and other 
special needs children are indicative of trying to do 
the best Job possible. It isn't easy to meet the 
mandates of so comprehensive a law. It is difficult 
vork taking much time, energy, and dedication. If you 
come to feel the school staff is trying their best to 
provide quality education, continue to work with them 
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often reiterating your expectations and urging them on 
If you do come to feeU however, that little is being 
done, your child^s placement is incorrect, or attitudes 
toward your child are negative you must become more 
a3sertive in behalf of your child^s education. Speak 
up and begin to plan a strategy. Talk to the 
Superintendent and the school coinnittee. Often 
concerns and differences can be resolved at this level* 
If this does not expedite needed changes you must 
prepare to use the due process hear i ng system 
established by the law. If it becomes necessary to 
take such a step it will be adventageous to contact a 
local advocacy center. Center for Children, or any 
other such agency, organization, or person concerned 
with the rights of children They will be able to 
provide you with the Information and support necessary 
to see you through this difficult ^ime. You might also 
find a book entitled Due Proceaa in Special Education 
On Going to Hearing by Milton Budoff extremely helpful. 
Remember, during this process your child will remain in 
his/her current placement. Remember also, that It wi li 
be a difficult time for everyone involved - you and 
your child, as well as the school staff. Don^t take 
the situation personally! But do what you must do for 
the good of your chl Id whl le trying to keep a 
positive, amicable attitude. Your chlld^s feelings 
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about his/her education and the people who are teaching 
him/her depend upon it. 



Sugqegtions for Active Part ic iPAt ion in lEP Meetinoc, 

Pre-Conf erence Suggestions 

!• Review records and notes on past 

conferences* 
2- Meet with your child and family to 

determine questions and Information 

to share. 

3* Write down suggestions you have for your 
Chi 1 d's program. 

4. If you feel uneasy invite a friend, 
another parent, or advocate to go with 
you to the meeting. 

5. Bring any records you think you will need 
with you. 

6. Check on the time of the conference. 

Conference Time Suggestions 

1. Be on time for the meeting. 

2. Introduce yourself and anyone you have 
brought with you 

3. Be friendly but assertive. Try to put 
the school staff at ease. Remember, you 
are here to plan your chlld^s program 
not to do battle. 

4. If a number of people are present, sit in 
the middle of the group Instead of at the 
end. This indicates you plan to be an 
active working member of the group and 
not Just the recipient of the plan. 

5. Take notes during the meeting. 

6. Ask for clarification on anything you do 
not understand. 

7. Ask to see and have copies of any reports 
or records that are referred to and have 
them explained to your satisfaction. 

8. If the school personnel do not summarize 
at the. end of the conference you should 
do so. Indicate your understanding of 
who is to do what for the plan. 

9. Sign only papers you are sure you 
understand clearly. You can sign that 
you participated in the meeting, out 
take anything else home to study if 
you have any questions or haven^t had 
sufficient time to study the plan. 



ERIC 




Post-Conference Suggestions 

1. Check your notes. Be clear about what 
you are to do and what the school is 
supposed to do. 

2. Share Information and discuss the plan 
with your child and the family. 

3. When the Educational Plan arrives or you 
have had time to study the one presented 
to you check It against your notes to 
ensure it is correct. 

4. If everything is correct sign your 
acceptance of the plan. If it is not 
call the school as soon as possible 
to resolve the matter. 

5. After the plan Is accepted by you and 
your child work very hard with the school 
to ensure It success. 



Adapted from Commuwiri ^tinQ with Pargntg nf 
Exceptional Children! Impr oving P^rent-Tgachiir 
RelationflhiPfl by Roger L. Kroth, 1985. 
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LEGAL ASPECTS AND THEIR 

IMPLICATIONS FOR THE 
PROVISION OF "RELATED 
SERVICES" IN SPECIAL 
EDUCATION 

by Linda Brouillet^c; 



Over the past decade tremendous strides have been made to improve 
programs and services for handicapped students. The Education for All 
Handicapped Children Act (henceforth called EHCA) and Section 504 of 
the Rehabilitation Act as well as other regulations and court decisions 
have provided the impetus for this improvement. 

The cornerstone upon which the development of law has rested is 

that programming must provide "a free appropriate public education" to 

all handicapped children. According to EHCA, "free appropriate public 

education" explicitly includes "special education and related services." 

Special Education is defined as 

specially designed instruction at no cost 
to parents or guardians to meet the unique 
needs of a handicapped child including 
classroom instruction, instruction in 
physical education, home instruction, and 
instruction in hospitals and institutions. 

1401 (16) 

Related services are defined as 

transportation, and such developmental, 
corrective, and other supportive services 
(including speech pathology and audiology, 
psychological services, physical and 
occupational therapy, recreation, and 
medical and counseling services)... as 
may be required to assist a handicapped 
child to benefit from special education. 

1401 (17) 

Although related services can clearly be viewed as part of special 
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education programming according to definition, questions have arisen 
over the years regarding their provision. Specifically, parents, 
advocal and professionals in the field have sought legal precedents 
to help answer questions such as: 

1) When is it necessary to provide a related service? 

2) How can related services be most feasibly utilized 
for the benefit of handicapped students? 

As the result, litigation has arisen concerning the provision of 
these services. Much of it has been concerned with defining the 
parameters of the specific related services defined in the regulations. 
The rest has been concerned with whether or not certain services should 
be considered related services under the law. Issues that have been 
litigated so far include the provision of counseling, parent counseling 
and training, hoalth related serv ces, transportation services, special i 
environments, and recreation programs (Osborn, 1984, p. 249). 

The Supreme Court, itself, has now addressed these questions by the 
promulgation of two recent decisions. Both seen' o have far-reaching 
implications tc the provision of all types of related services to 
handicapped students. 

lower court decisions were overturned in the case of The Board 
of Education v. Rowley in its ruling that the provision of a sign 
language Interpreter for a deaf child was not necessary under the tenets 
of the law. 

Amy Rowley was an eight year old deaf child who was making above 
average progress in the regular classroom as evidenced by passing grades 
She had an lEP in Kindergarten which included several accommodations by 
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the school to her handicap (i.e., FM hearing and sign language course by 
school personnel, TTY machine at school to communicate with Amy's deaf 
parents). Her lEP for first grade called for 3 hours each week of 
speech therapy and ^ne hour a day of instruction from a tutor for the 
deaf. Respondents in the case felt this was insufficient service, 
notwithstanding Amy's regular class progress, because she had been 
raised in a total communication approach. She was only able to under- 
stand 59% of what was spoken in class where total communication was 
not used. 

The court felt that since Amy was receiving substantial specialized 
instruction and related services at public expense and making progress 
with such a program she was receiving an "appropriate education'* without 
the interpreter. 

The Justices based their decision on the key issue of how to define 
the meaning and determine the scope of a "free appropriate public 
education." In so doing, the court rejected the contention that 
"appropriate" means providing equal educational opportunity, noting 
that the opportunities offered to students vary "depending upon a 
rnyriad of factors that might affect a particular student's ability to 
assimilate information" (Board of Education v. Rowley, 1982, p. 3047). 

Further, the court stated that "the Act imposes no clear obligation 
upon recipient states beyond the requirement that handicapped children 
receive some form of specialized instruction" (Board of Education v. 
Rowley, 1982, p. 3043). There is no requirement that services provided 
be sufficient to maximize each child's potential. If, in fact, 
personalized instruction is being provided with sufficient supportive 
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services to permit the child to benefit from the instruction, the child 
is receiving a "free appropriate public education" as defined. It can 
clearly be seen that the entrustment of the handicapped child's educa- 
tion and related services is placed in the hands of individual states 
once procedural requirements have been met (daSilva, 1982, p. 241). 

The court also argued that handicapped students are not entitled 
to a specific level of education but, "that the intent of the Act was 
more to open the door of public education to handicapped children in 
appropriate terms than to guarantee any particular level of education 
once inside" (Board of Education v. Rowley, 1982, p. 3043). 

Another recent court decision, however, contrasts the possible 
setbacks in the provision of related services that the Rowley decision 
portents. On July 5, 1984, the court not only affirmed the constitution- 
al •'ty of PL 94-142 but convincingly acknowledged the provision of related 
services under the law. In the case of Irving School District v. Tatro 
the Court found that "the court of appeals was clearly correct in holding 
that CIC (Clean Intermittant Catheterization) is a supportive service. . . 
required to assist a handicapped child to benefit from special education" 
(Irving Independent School District v. Tatro, 1984, p. 3372). 

Amber Tatro was an eight year old girl born with a defect known 
as spina bifida. As a result she suffered various orthopedic and speech 
impairments and a neurogenic bladder which prevented her from emptying 
her bladder voluntarily. Consequently, she needed to be catheterized 
every three or four hours to prevent injury r.o her kidneys. According 
to accepted medical practice a procedure known as clean intermittent 
catheterization was prescribed. This is a simple procedure that can be 
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performed in a few minutes by a lay person with less than an hour's 

training. The school district Amber was attending refused to perform 

the procedure during the course of the school day on the grounds that 

"inedical services" could qualify as a related service only when they 

served the purpose of diagnosis or evaluation. In its opinion the court 

clarified that CIC is not a "medical service" (i.e. one that must be 

performed by a physician) but a "school health service" which is 

included in the related services listed by the law. The court referred 

to the Rowley decision when it stated 

As we stated before, Congress sought 
primarily to make public education 
available to handicapped children and 
to make such access meaningful (Iv'ving 

Independent School District v. Tatro, 

1984, p. 3377). 

Further the court in the Tatro decision declared that: 

A service that enables a handicapped 
child to remain at school during the 
day is an important means of providing 
the child with the meaningful access to 
education that Congress envisioned . . . 
Services like CIC that permit a child 
to remain at school during the day are 
no less related to the effort to educate 
than are services that enable a child 
to reach, enter or exit the school 
(Irving Independent School District v. 
Tatro, 1984, p. 3377). 

It seems the Rowley and Tatro decisions provide some direction in 

determining when a student is to receive a related service; however, 

many ambiguities still remain. Although the basic tenets of EHCA were 

endorsed, "the court restricted its holding to procedural rights and 

emphasized that Congress did not impose substantive standards on states 

regarding the components of an appropriate education" (McCarthy, 1983). 
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Thus, the entrustment of the handicapped child's education and related 
services is placed in the hands of individual states. 

It will, then, be the task of advocates and professionals providing 
services to the handicapped to demonstrate on a case-by-case basis that 
the service is needed to provide the child with the opportunity to 
"meaningful access" and "some educational benefit." Since the court 
aid not define either phrase, except as it related to Amy Rowley, the 
outcome of each case will depend upon the degree to which "related 
service is seen as providing access to or ensuring some educational 
benefit." 

Other factors that professionals and advocates can point out to 
enhance cases dealing with the provision of related services are out- 
lined as follows: 

1) Clearly state the facts of each case and differentiate it 
from the facts of the Rowley case (Amy was in a regular 
class, she had no mobility problems, etc.) (Meador, 1983). 

2) The court in the Rowley decision stressed the requirement 
of parental involvement in the education of each handicapped 
child. If a parent disagrees with the school that the child 
is "benefiting" from the services provided by the lEP, he 
must be aware and knowledgeable to pursue further or alternate 
services under the law. Professionals and advocates must aid 
parents in developing parent awareness. 

3) Although the Rowley decision precluded "maximizing potential 
of students" as a standard for judging services, at the least 
a school district must provide the services "needed to enable 
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children to achieve a reasonable degree of self-sufficiency" 
as the Congress intended in PL 92-142 (Meador, 1983). 
4) The Tatro decision clearly establishes a reaffirmation of 
related services in spite of the ambiguity cf the Rowley 
ruling. Professionals and advocates must show precedent 
from Tatro and other appropriate state cases to establish 
the need for related services, for the court in Tatro 
clearly stated that ^ 

Congress plainly required schools to hire 
various trained personnel to help handicapped 
children such as "trained occupational 
therapists, speech therapists, psychologists, 
social workers, and other appropriately 
trained personnel (Irving Independent School 
District v. Tatro. 1984, 3378). 

The provision of "related services" in the ii^ediate future it 
seems, might depend upon the ability of concerned parties to state 
their case to local school districts. Hopefully, this will build 
needed precedents for provisions of services. The Supreme Court 
decisions also portend that some types of related services will be 
easier to justify than others. Unquestionably, services that can be 
administered by a school nurse will be accepted as set forth in Tatr o. 
Services that enable a child to physically enter or exit school as wis 
also specifically referred to can be readily accepted as needed "related 
services." The key issue to expand this narrow interpretation rests on 
the Tatro phrase that services needed "are services that are related to 
the effort to provide benefit from special education." 

At this juncture it seems appropriate to review areas of the rilated 
services provision litigated as listed earlier in this paper in relation 
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to the Supreme Court decisions discussed. Health related services 
certainly would be classified as related services in light of the 
Tatro decision as long as those services need not be provided by a 
licensed physician. Transportation and Specialized Environment issues 
are also more clearly explained by Tatro 's statements regarding the 
clear-cut intention of Congress to provide services so that handicapped 
children could have "meaningful access to education" (Tatro, p. 3377). 
As the court pointed out, a service enabling a handicapped child to 
remain at school as well as to reach, enter, or exit the school, is 
mandated under the related service provision of the law. 

Counseling, psychological and social work services, as well, are 
also clearly required under EHCA (Osborne, 1984, p. 250), and should be 
provided a child when those services are required to help him benefit 
from special education and the service is contained in the child's lEP. 
Once again, Tatro 's attempts to clarify services that could and "benefit" 
is important to consider. gh counseling is generally regarded as 

a related service if the chila oeinonstrates need, psychotherapy as a 
form of counseling may or may not be required. This depends on state 
law which designates whether only licensed physicians or, in fact, other 
trained professionals can provide the service. If only a licensed 
physician can provide the service, it is considered a medical service. 
As discussed earlier such services are excluded from the related 
service's provision except for evaluation or diagnostic purposes. 

The precedent for parent training and counseling has also been 
established by the case of Stacey v. Pasadena Independent School District 
(1982). Since many severely handicapped children require consistency of 
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approach between home and school to benefit from education, the court 
in this case ordered that the school must provide training in behavioral 
techniques to manage the child's behavior and counseling to help reduce 
the emotional stress of the burdensome demands placed on them by their 
child's disability. 

Finally, although recreation was not specifically referred to by 
the Supreme Court, its provision as a related service has been applied 
to "educational benefit" in several appeals and precedent setting court 
decisions. These cases, although heard in accordance with existing local 
and state statues, point out the direction future cases must take to 
expand the motion of all types of related services. 

The case of Sandra T. (BSEA #3231), a fourteen year old student 
with Down's Syndrome, illustrates several issues in related services 
provision. Although both parties in the dispute (parents and school) 
agreed that Sandra's disability caused developmental delays, health and 
socialization problems, and language delays, the public school staff 
felt it could provide for her needs within its regular physical educa- 
tion and after-school extracurricular program. Sandra's parents 
•"Dntended that the school had failed to implement provision of a past 
lEP calling for a six-hour, after-school social/recreational program, 
and further, the school had failed to insure access to and equal 
opportus ity to participate in its extracurricular activities which are 
offered to students without handicaps. 

During the exposition of the facts in the case, several expert 
witnesses testified as to the importance and need of recreational 
programming for Sandra. Dr. Gerald Fain, a Professor in Leisure 
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studies at Boston University testified: 

""['herapeutic recreation could employ the 
activities of sport, but the goals of 
instruction would be directed ... to 
the use of discretionary time in a 
oeneficial way (Sandra T., 1980, p. 6)." 

When asked about the educational necessity of such a program for Sandra, 

Dr. Fain stated thcit: 

"The development of skills essential to 
independent functioning in adulthood has 
been a fundamental tenent of public educa- 
tion. If Sandra is unable to use her 
discretionary time effectively • . . then 
education has failed her (Sandra T., 1980, p. 6)." 

The hearing officer in his decision in the case found that the 

school had failed to, and would forthwith be required to, provide the 

after-school recreation program for Sandra as outlined by a prior lEP. 

In addition, the school had failed to insure access and equal opportunity 

to participate in its regular extracurricular activity program and 

would be required to 

examine its extracurricular programming 
and analyze the extent to which Sandra 
could pa^^ticipate in whole, or in part, 
in sucn activities, and if necessary 
for her participation, provide for 
modifications (Sandra T., 1980, p. 12). 

He based his findings on several key points. First, he cited two 

regulations taken from a new requirement in Section 504 which specify 

that "handicapped children must also be provided non-academic services 

in as integrated a setting as possible." Also the school shall "provide 

non-academic and extracurricular services in such manner as is necessary 

to afford handicapped students an equal opportunity for participation 

in such services and activities (Sandra T., 1980, p. 12). Second, the 
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hearing officer found Dr, Fain's definition of education as a means to 
assist an individual to function independently as an adult to be 
appropriate. For Sandra, this must include the need for special 
education and related services that "encompass a broad range of 
tangible experiences involving socialization, recreation, occupational 
academic and survival skills" (Sandra T,, 1980, p, 7). Third, the 
hearing officer rejected a confining definition of related services 
offered by a school official as being "more restrictive than law and 
regulation provide." Fourth, the officer noted that planning for the 
academic and counseling function was adequate, however, planning for 
extracurricular, non-academic programs was not addressed. This decision 
illustrates the importance placed on recreation and extracurricular 
activity when interpretation of the law is required. 

In the case of Birmingham School C^'strict v. Brian the parent of a 
handicapped child who had been in a summer program for four years requested 
due process when her child was denied access, the fifth time, based on 
school financial considerations. 

The facts in the case were undisputed. Brian is a fourteen year 
old autistic child who had been enrolled in the school's program for 
children with severe behavior and language disorders. The program 
emphasized heavily structured training socialization, behavior modifi- 
cation, and cognitive learning. For 4 years prior to 1979 the program 
included a summer session funded by the federal government. When 
funding was lost and alternative funding sought from the school district 
was denied, the program was discontinued. Brian's mother then requested 
a hearing seeking a decision directing the continuation of the program. 

IQO 
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The local hearing officer held a series of administrative hearings to 
determine whether the summer program was necessary in order for Brian 
to obtain an "appropriate" education. The hearing officer concluded 
from the testimony, almost without exception, including witnesses 
called by the school district, that some summer program or service 
was needed to meet Brian's needs. 

The defendants appealed the decision to the courts on two grounds. 
First, the school argued that special educational statues and regulations 
clearly state that "school districts should be required to provide only 
programs which are primarily of an instructional nature and not conduct 
what is essentially a social services program (Birmingham and Lamphere 
School Districts v. Brian, ?,982, as cited in EHLR, 1983, p. 554:320). 
Second, the law requires only a 180 day program for education and the 
summer program surpasses this requirement, therefore, is not necessary 
to provide. 

The circuit court upheld the hearing officer's findings regarding 

the necessity of conducting a suniner program for Brian. It found there was 

no reason to question the local hearing 
officer's conclusion that the proposed 
sunmer enrichment activities (camping, 
field trips, swimming, playground and 
recreational activities) fall within 
the broad definition of "special 
education" and "related services" 
(Birmingham School District v. Brian, 
1982 as cited in EHLR, 1983, p. 554:321). 

It might be noted, and the court pointed out, that the term "related 

services" specifically includes supportive services such as recreation. 

From the discussion of the foregoing cases it can be seen that the 

precedent for provision of recreation as a "related service" in special 
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education has been established. 

Sandra T 's case was successful because it presented several key 
points that might be helpful to the development of other cases and 
broader utilization. Several times through testimony in the case the 
word "benefit" or "beneficial" was used by expert witnesses to describe 
the proper role of education for Sandra, Since the law requires what is 
needed to assist a child to "benefit from special education" the use of 
this terminology is important to a judicial acceptance of the need for 
recreation being presented. Since it has been shown that neither the 
Rowley or Tatro decisions defined what "educational benefit" means or 
how it might be measured, professionals should begin to examine the need 
for building a more expansive definition than what might be implied by 
':he courts and the public. Second, Dr, Fain's testimony describing the 
goal of "independent functioning in adulthood" is timely since it begins 
to provide the definition of "benefit" that can be most helpful. 

The decision in Sandra T . is a helpful one, particularly for 
professionals providing service to handicapped children in Massachusetts. 
Since the wording of Chapter 766, the Massachusetts State Law concerning 
handicapped children, provides a higher standard than federal law the 
provision of "related services" can be more readily established. Section 
2 of the Massachusetts law (Chapter 766) does rrake reference to 
"maximizing development" and reassignment to other programs if they can 
be shown to be "more beneficial" for the student. This is an important 
concept since it strengthens the mandate of schools in Massachusetts 
to provide more and higher quality services than EHCA provides for. 

Brian 's case is significant because recreation as it applied to 
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Brian's specific need was demonstrated to be as important as academic 
instruction. Another significant issue that Brian's case points out is 
the notion that education for the handicapped requires only a 180 day 
program. In Brian's case the court clearly stated that the 180 day 
requirement is a minimum provision for instructional days. As precedent 
the court cited two related cases. 

Armstrong v. Kline (1979) was a case that established the principle 
that "for certain handicap- a children a program in excess of 180 days 
is required if they are to attain that level of self-sufficiency that is 
otherwise possible given an appropriate education" (Armstrong v. Kline, 
1979, p. 605). ^e Ap ^ndix for a case sumniarxT7 

Georgia Association of Retarded Citizen v. McDaniel (1981) was a 

second case that raised the similar issue of the 180 day instructional 

rule. The court found a limit of 180 days of instruction did violate 

EHCA as well as Section 504 of the Rehabilitation Act. Further, in its 

decision, the court reiterated the strong claim for the need of related 

services for certain disabled students. The court definitively stated that 

some special treatment may be necessary for 
handicapped children to benefit from theirs 
(education). If a child needed a special 
service to gain equal benefit from his 
education, the denial of that service would 
constitute discrimination in violation of 
Section 504. Individual attention to the 
needs of each handicapped child is the only 
way to determine whether such special or 
additional services are needed (Georgia 
Association of Retarded Citizens v. McDaniel, 
1981, p. 1280). /pe Appendix for case 
suninar£i7 

If this provision of recreation as well as other services is to 
become more established as a need for handicapped children to benefit 



educationally, professional: must initiate action in several areas: 

1) As can be seen from the discussion of the issues in Brian's case, 
the efficacy of extended year, plus after-school programs must 

be studied. To date research has not been able to '*provide 
clear justification for them or guidance as to eligibility 
criteria and type of programming" (Kubler, 1983)- t>^idence is 
lacking and research is needed to demonstrate that summer or 
after-school programming is effective in eliminating regression 
and permitting handicapped students to thereby benefit from 
special education. 

2) Educators and professionals must now develop creative innovative 
ways of providing related services to schools that are burdened 
with financial as well as time factors in their provision 
( Exceptional Parent editorial , August 1984). 

3) When schools in the past have attempted to provide service they 
oftentimes compete with social agencies delivering the same type 
service. Attempts at the local level to work cooperatively 
with other agencies must be supported. 

4) Parents must be aided to become more aware of their rights in 
relation to the provision of related services, so they can 
press cases of individual need to their school districts. 
Further, litigation in individual cases must be pressed in the 
courts to expand the ambiguous parameters of the related 
service provision of the law. 

In these days of conservatism in government, and judicial and 
financial restraint, it is imperative that everyone committed to the 
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best education for handicapped students come together to preserve the 
strides that have been made and move forward to improvement. The 
provision of "related services" should be a major way to forge that 
improvement. 
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APPENDIX 



Georgia Association of Retarded Citizens v. McDaniel 

T!iis was a class action suit brought to Atlant . Georgia District 
Court on April 3. 1981. It was initiated around the central issue of 
whether Russell Carrie, a profoundly mentally retarded boy and others, 
members of the class he represents, are entitled to be considered for 
or to receive more than 180 days of free public education under EHCA. 

The exposition of the facts in the case first included a background 
discussion of mental retardation. Next, a review of local and state 
policy regarding the provision of an extended year program was under- 
taken by the court. Another important aspect related to the effects 
of breaks in programming on the educational achievement of mentally 
retarded children. Much testimony was presented to illustrate the 
contention by plaintiffs of the damaging effects of summer programming 
breaks as well as much by defendants denying the claim of regression 
over the summer. 

The decision of the court documented several key points. First, 
the court clearly established through a lengthy discussion the emphasis 
EHCA places on meeting the "unique needs of a handicapped child (EHCA, 
20 U.S.C. 1401 /Tig?)." By tracing the main definitions and provisions 
of the law through the lens of an individualizing perspective, the 
court sought to build the case for its second key point. In light of 
EHCA's clear emphasis on the individual needs of each child the court 
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determined that 

an across the board policy prohibiting the 
consideration of a child's needs beyond 180 
days violates the Handicapped Act as does 
the policy limiting the provision of 
schooling to 180 days • • • Such a policy 
assumes that no child needs more than 180 
days, without any individual consideration 
. . • There can be no question that the 
defendents must provide schooling in 
excess of 180 days for any child that 
may need it (p. 1278), 

In spite of the fact that school and state officials testified that 
there was no policy against the provision of more than 180 days of 
services if a child's lEP called for it, the court found that officials 
did, in fact, refuse to consider such a program. 

Further, the court found that the denial of more than 180 day^ 

of education for disabled students without regard to need, also 

violated Section 504 of the Rehabilitation Act which prohibits a 

disabled individual from being denied the benefits of an educational 

program which receives federal financial assistance. 

It (Section 504) indicates that special 
treatment or additional services may be 
necessary for the i^andicapped person to 
fully enjoy the benefits of his educa- 
tion (p. 1280). 

If the student needs more than 180 days of education yearly to "fully 
enjoy the benefits of his education," then the school must provide 
what is needed. 
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Armstrong v. Kline 

This is a class action suit which was initiated around the issue 
of whether the class certified Is entitled to more than 180 days of 
free public education. 

In January 1978, five handicapped children and their parents 
commenced three class action suits which were consolidated and 
certified as a class In a civil case (Armstrong v. Kline, No. 73-172) 
on February 21, 1979. A suit was then brought to District Court on 
behalf of a class composed of 

All handicapped school aged persons In 
the Commonwealth of Pennsylvania who 
require or who may require a program 
of special education and related 
services in excess of 180 days per 
year and the parents or guardians 
of such persons (Armstrong v. Kline, 
1979, p. 586). 

The exposition of the facts In the case Included an In-depth analysis 
of the characteristics and needs of the children of the class, the 
educational process for them, and the effects breaks in progranming 
would have on their progress. 

Generally the court recognized two separate categories In thp 
class — the severely and profoundly impaired by mental retardation 
and the severely emotionally disturbed. Each of these groups was 
described and examples of children In the suit were used to illustrate 
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each category. 

The court first determined that educational goals for each group 
are developed to help each child attain the highest level of self- 
sufficiency possible. This may include self-help skills, avoiding 
institutionalization or attaining a level of independence which would 
enable the student to live in a group home or in a family home and 
work in a sheltered workshon. 

The educational program, then, is developed based on the needs of 

the child. This may include such things as toilet training, dressing, 

personal hygiene, etc. At times it may also include psycotherapy or 

counseling that is designed to help the person cope with the disturbance 

that may be a source of the problem. The court also clearly stated into 

its factors that affect learning section that 

The opportunity to practice outside the 
formal classroom Is a significant factor 
in learning and the length of time that 
a child has to practice a skill increases 
the likelihood that the skill will be 
mastered (p. 592). 

With regard to whether breaks in programming would cause regression 

in the class the court concluded that 

because they have a problem remembering 
what they have learned, even a behavior 
which has been mastered must frequently 
be repeated or It will be lost. Breaks 
in programming, of course, means that 
the opportunity to practice skills 
with qualified teachers, which is 
crucial to both learning and retention, 
decreases and therefore the chances that 
the child will regress increases (p. 595). 

Further, the court found that the rate of relearning what has been 

lost is different from child to child. Some children may experience 
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neither regression nor long periods of time to regain skills, but the 
evidence convinced the court that some children experience both, due in 
part to the very nature of their disability. 

In its decision the court through a discussion of EHCA legislative 
history concluded that "Congress recognized attaining self-sufficiency 
as a goal of an appropriate education for handicapped children (p. 604)." 
Therefore, the unique needs that must be met by the educational program" 
include those that, if satisfied, allow the child, within the limits of 
his or her handicap, to become self-sufficient (p. 604)." Finally, as 
the court found earlier, for certain disabled children a program in 
excess of 180 days is required if they are to attain the level of self- 
sufficiency so often referred to by Congress. Therefore, the 180 day 
rule is not applicable to the children of the class. 
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Appeals Cases 



EDITOR'S NOTE 



If a parent is unsatisfied with the Individual Educational 
Plan and chooses to reject the plan, (s) he has the right to 
aispeal the decision of the local schcxsl system. There are 
several steps in the e^speals process: 

1. The parent iiutiates the process by returning the sigred 
Educational Plan, and by checking off the bcoc stating, 
"I DO NOT APPROVE." A parent can also start the appeals 
process by vnriting directly to the Bureau of Special 
Education i^f)eals (BSEA) . 

2. Whenever there is a differex» of opinion over an lEP, 
every effort is made to settle the problem in an informal 
discussion. While every effort is made to reach agreanent, 
arrangauents are msde for fomal appeals procedures in the 
event that infomal discussion does not solve the dispute. 

3. Within 5 days after the rejection of the lEP by the pareit, 
the school sends copies of the rejected plan and assesanents 
of the child to the bureau of Special Bducatiai Appeals. 
U>e BSEA is an office within the State Divisiai of Special 
Education where any parent or student ] 8 years of age or 
older may ag^peal a disputed Educational Plan. 

On tlie follcwlng pages, the reader will find a raanber of cases 
hrouc^it before various l ocal or region£d BSEA's in the form of 
formal hearings. These and other cases are included in one of 
Scheie's electronic databases. (See PEP section on telecatrounica- 
tions.) 
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BSEA #3231 JUNE 7, 1980 

SANDRA T. 

PRELIMINARY STATEMENT - Sandra T. Is a 14 year-old student wi^h 
Down^s Syndrome resulting In global deve 1 opnenta 1 delays. For 
six years she attended the Cardinal Gushing School as a 
residential student. This placement had been extended one more 
year as the result of a prior appeal. Therefore, Sandra was 
enroUed In the public school at the end of this time pursuant to 
an IcP amended by a mediated agreement. This agreement Included 
assignment to a substantially separate class, as well as six 
hours per week of after school social and recreational 
programming supervised by a teacher aide. Parents felt the 
agreement was not adhered to over the next years of the plan and 
th^lr daughter had been denied access to regular education 
extracurricular activities. 

ISSUES: Whether the lEP of that year and the subsequent year Is 
adequate and appropriate to meet Sandra* s special needs In 
relation to recreational, extracurricular activities and leisure 
skill provisions. Do Sandra* s special needs Indicate that an 
after school therapeutic recreation/ leisure education component 
be Included In her lEP? 

Were there provisions for access to^ and equal opportunity to 
participate in extracurricular activities after school hours 
which are offered to students without handicaps? Such provisions 
may entail appropriate modifications of existing programs and/or 
the development of new appropriate services and activities. 

Did the school district fail to comply with the mediated 
agreement and modification of the lEP for Sandra T.? 

FINDINGS: The amended lEP and the subsequent one are inadequate 
for falling to furnish adequate recreational and leisure skill 
services during after school hours. Sandra does need such a 
program. 

The School district failed to implement provision of Sandra's 
lEP for a six hour after school social /recreational program 
during the ^chool years in question. Such a program must be 
initiated as the plans stipulated. Further, a therapeutic 
recreation specialist shall provide an in-service program for an 
hour a week for fifteen weeks to interested parties, parents, 
teachers, and the teacher-aide designated to work with Sandra. 

The sohool district failed to insure access to and equal 
opportunity to participate in extracurricular activities which 
are offered to students without handicaps. Therefore, then nev'y 
instituted program must include activities available to non- 
handicapped students with modification and support as needed for 
Sandra to participate. 
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BSEA 13366 
JAMES G. 



JANUARY, 1981 



PRELIMINARY STATEMENT - Janes is a seventh grade student who has 
specific learning disabilities with below-grade level skills in 
math computations, and poor peer relationships. He has a 
preoccupation with fantasy, has difficulty adjusting to new 
situations, exhibits much anxiety, and evidences many 
psychosomatic episodes. lEP includes two sessions weekly in the 
Resource Center in accordance with a 502.2 prototype. The plan 
failed, however, to provide for an emotional component even 
through the boy was receiving psychiatric counseling once a week 
and an assessment by this doctor was made available to the team. 

ISSUES - Whether the proposed lEP is adequate and appropriate to 
meet James* needs without the inclusion of an 
emotional /psychiatric component. 

FINDINGS - The lEP was inadequate to meet James* needs since It 
failed to provide for his continuing emotional problems. 
Psychotherapy services were to be added to the lEP and paid for 
by the school. Reimbursement for past therapy is to be given to 
parents. 
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BSEA #3592 
MITCHELL F. 



APRIL 13, 1981 



PRELIMINARY STATEMENT - Mitchell Is a 16 year-old boy with 
learning disabilities In the area of written language. He 
exhibits excessive dlstractabl 1 Ity and emotional problems 
Including low self-esteem, serious Identity issues and family 
problems. This culminated In a severe emotional crisis 
resulting In a failure situation In school and severe problems at 
home. 



ISSUES - Is the lEP adequate and appropriate for Mitchell? (Prior 
to the hearing the parties agreed to a plan which Includes the 
following provisions.) 

FINDINGS - There will be a continuation of psychotherapy for 
Mitchell and his family which will become part of his educational 
plan. Also group counselling will be available in the school. A 
psychologist will be available In the school setting In the event 
of school time emotional problem. Mitchell will, In addition, 
receive one-to-one tutoring In English and Indl vldul Ized small 
group Instruction In Social Studies as previously offered by the 
school the year before. 
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BSEA «36e3 
BRANDY R. 



JUNE 10. 1961 



PRELIMINARY STATEMENT - Brandy is an eight year old youngster who 
evidenced visual and gross motor problems in Kindergarten and 
first grade even with corrective lenses. Evaluation findings 
indicated weaknesses in reading, arithmatic handwriting, visual 
perceptual, motor areas, and body image. 

ISSUES - Whether the lEP was adequate and appropriate to meet 
Brandy's needs for the current year. 

Whether the school is financially responsible for services 
provided at Children's Perceptual Achievement Center and 
transportation costs thereto. In addition, should parents be 
reimbursed for costs of an independent evaluation. 

Whether Brandy's special needs required remedial services 
during the summer. 

FINDINGS - The hearing officer found the plan adequate and 
appropriate. Services shall not be reimbursable. The costs of 
the evaluation will be reimbursed because the team considered the 
findings and utilized them. 

The third issue need not be discussed in light of findings on 
thm other two. 
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BSEA #3764 
CHRISTINE F. 



FEBRUARY 12, 1981 



PRELIMINARY STATEMENT - Christine Is a sixteen and a half year 
old girl who has cerebral palsy, a seizure disorder, and Is 
jseniaily retarded, currently In a 502.4 program. 

ISSUES - Disputed Is whether Chrlssy needs nore programming in 
addition to that of her existing program. Also, whether past- 
education decision made by the town violate Section 504 of the 
Rehabilitation Act of 1973 and necessitate compensatory remedies. 
Should the proposed lEP Include 

1 ) additional occuptlonal therapy 

2) additional Individual assistance 

3) an after-schoOi '''•creation program 

4) peer group counseling to address Issues of sexuality 

5) a summer day or residential program 

FINDINGS - 1) Christine's occupational therapy needs can be 
adequately met within the school program. Others besides the 
assigned therapists coordinate efforts to work on skllU. 

2) Christine's need for Individual assistance can be adequately 
met within the program. No evidence presented that Chrlssy was 
not progressing In her regular program. Teachers exprer>sed the 
contrary and evidenced understanding of Christine's needs. 

3) To adequately meet Christine's educational needs, the lEP 
should Include after-school recreational program. However, she 
Is not In need of therapeutic recreation services. The school 
has reponslbl 1 Ity to open extra-curricular activities In the 
school and/or develop new programs to meet handicapped students' 
needs. School must provide a list of after-school programs 
appropriate and available to Christine. 

In spite of testimony for therapeutic recreation, the officer 
found that for Christine It was not a related service required to 
enable her to benefit from Special Education for 2 reasons: 
First, there was testimony that Chris did not know what to do to 
have fun, however. It was also stated that In an unfamiliar gym 
she Immediately went over to a basketball and shot baskets. 

Second, there was testimony that there was a need to develop 
cooperative play skills with peers, however, the test for 
determining this was held In an empty gym. The officer found 
that the therapeutic recreation program did not substantially 
differ form adaptive physical education. 

4) Christine's educational needs can be adequate and appropriate 
met within the 180 school year. The town provided extensive 
evidence that Christine would not regress over the summer, as 
evidenced bv teachers who testified that It had not taken her 

long to ret ^in ski 1 Is. 
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BSE A 14004 
KAREN H. 



APRIL 16. 1981 



PRELIMINARY STATEMEN^i - Karen H. Is a 20 year-old moderately 
retarded woman exhibiting severe speech and language problems (a 
diagnosis of "elective mutism" had previously been made). 

ISSUES - The issues of the case are: 

1) Should the school committee be considered In 
noncompliance of Chapter 766 t. cause it failed to implement the 
recommendation for a full-time aide as contained in the 
Additional Information of the lEP of 1980? 

1> Is the lEP proposed for 1981-82 adequate to meet 
Karen* s special needs? 

3) Is Karen entitled to compensatory services (in the 
form of extending her entitlement to 766 services beyond her 
twenty-second birthday) as result of failure to furnish her an 
aide? 

4) Should the treatment regime focus exclusively in 
development of oral language as recommended by "HMC (Children^j 
Hosptial Medical Center)? 

FINDINGS - The findings of the case are that the lEP must be re- 
written to incorporate the treatment regime of CHMC. Also, an 
aide must be furnished forthwith. Finally, Karen is entitled to 
compensatory services In the form of extension of salutatory 
entitlement. 
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JUNE 15, 1981 



PRELIMINARY STATEMENT - Jason, age 9, has bten diagnosed as a 
child with non-progressive arthrogyposis involving the upper 
extremities. This handicap results in stiffness of joints, 
extreme muscular weakness and imposes limitations on the use of 
shoulder, elbow, wrist, and fingers. 

ISSUES - Pursuant to the last, accepted lEP, is the school 
committee obliged to make payment for occupational therapy 
services furnished Jason? 

Is ' current lEP adequate and appropriate to meet the 
special educational needs of Jason? 

Parents understood all expenses were to be paid. School felt 
only transportation because the services were needed for medical 
not educational reasons. 

FINDINGS - The school committee is obliged to pay of occupational 
therapy costs retroactive to the beginning of lEP. It is not 
Just necessary for medical but educational reasons as well. 

The new educational plan must include continued therapy. It 
is needed because Jason* s current ability to function inregular 
education is attributable to and, in fact, contingent upon on- 
going therapy. 
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BSEA #4313 
GEORGE D. 



APRIL 30, 1981 



PRELIMINARY STATEMENT - George D. is a ''^h grade student who has, 
according to testimony, "significant peer interaction problems 
and a fear of adolescence." He lacks socialization skills, has 
confusion about boundaries, is unable to make independent 
decisions and is anxious, disorganized and fearful. 

ISSUES - 1) Is George*s current classroom placement for his 1980- 
81 lEP the least restrictive adequate and appropriate setting in 
which to address his special education needs? 

2) Are the counselling services offered in George's 
1980-81 lEP adequate and appropriate to meet his special 
education needs? 

3) Is the school committee financially responsible for 
George's individual therapy with a private therapist? 

FlMi:*NGS - George's placement in the self-contained social 
adjustment class is the least restrictive adequate appropriate 
setting for George. Also, in-school individual therapy should be 
offered by the school so the lEP was inadequate for not doing so. 
Finally, the school committee it financially responsible for the 
individual therapy for George. It should be noted however, that 
the school committee could in the future provide adequate in- 
school services if a weekly, SO-minute session with a qualified 
therapist could be provided. 
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BSEA #4401 
ALICIA M. 



JUNE 3, 1981 



PRELIriiNARY STATEMENT - Alicia is a severely regarded li year-old 
girl who requires nearly total care. She is myopic, has a severe 
gross motor delay, relies on walker for movement, is not toilet 
trained, and recently diagnosed as having a severe hearing loss 
for speech range. 

ISSUES - 1) Is the transportation provided to Alicia persuant to 
her lEP adequate and appropriate and safe? Does she need a 
monitor on the bus? 

2) Must quarterly reports be sent to Alicia* s parents? 

3) Are adaptive physical education and an after-school 
recreation component necessary to an adequate and appropriate lEP 
for Alicia? 

4) Would Alicia regress without a twelve-month 
educattonai program as part of her lEP? 

FINDINGS - Th4* transportation currently being provided for Alicia 
is adequate and appropriate. Alicia does not need a monitor as 
♦here are several other people on the bus. Quarterly reports 
were ri»«'»^»*^d until July 1, 1981. Now reports must be issued 
semiannually. Qn the issuf^ of adaptive physical education and 
recreation, .hiu school committee ie required to have Alicia 
evaluated by a qualified specialist and if such services are 
required, they must be incorportated into her next plan. 
Finally, Alicia does need a twelve-month plan to prevent 
regression an^^ the school committee must find an appropriate one. 
It is not the responsibility of the parents. 
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BSEA 14900 
ARI R. 



AUGUST 24, 1981 



PRELIMINARY STATEMENT - Arl Is a three year old boy with cerebral 
palsy of the left hemiparesls. He has received weekly physical 
therapy since he was 8 months old and occupational therapy since 
he was 18 months old. The public school developed an lEP 
calling for one session/week each of occupational and physical 
therapy and weekly consultations. In addition speech therapist 
would monitor Arl*s speech every three months. 

ISSUES - Parents rejected the lEP because: 

1) The town offered standard occupational and physical 
therapists who lacked the additional neurodeveliDpmental treatment 
certification. 

2) The occupational therapy was not provided on a 12- 
month basl s. 

3) lEP specified no goals or objectives. 

FINDINGS - The town provision of a standard physical and 
occupational therapist Is adequate and appropriate. The hearings 
officer based his decision on the fact that both types of 
therapists work on similar goals. However, the town should modify 
their lEP to provide the services for a 12-month period and to 
include the goals and objectives recomnended by the therapists 
Invo 1 ved. 
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BSEA #4949 JANUARY 11, 1982 

TARA K. 

PRELIMINARY STATEMENT - Tara K. is a 7 year-old girl who is a 
second grader who attends parochial school. She presently 
receives no special education services from the public schools, 
although sho does attend remedial reading classes at the 
parochial school. Tara has had various problems including fine 
motor control with a short attention span. She was retained in 
first grade. She had a CORE evaluation at which it was 
recommended that she be provided daily 30 minute learning 
disability tutoring sessions. Tara*s progress is still quite 
limited. Parents have rejected new lEP becuase they feel Tara 
needs cognitive control therapy which the plan does not provide. 

ISSUES - Should the school committee be required to provide 
Cognitive Control Therapy? 

FINDINGS - Cognitive Control Therapy is an essential element of 
Tara*s program and the school district must pay for such services 
twice a week. 
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BSEA ttSOll 
ETHAN C. 



OCTOBER 13, 1981 



PRELIMINARY STATEMENT - Ethan C. is ^ 6 year-old boy enrolled in 
a collaborative pr«-acadeinic program. Ethan experiences 
expressive language difficulties as well as social and emotional 
problems interacting with people. He has generally been 
described as deve 1 opmenta 1 1 y delayed, avoiding eye contact and 
withdrawing from his environment. At one time he took retalin 
but this has since been stopped. According to testimony Ethan 
has had musical skills anJ interests since early childhood. It 
was recommended by a speech therapist that he be a candidate for 
music therapy in order to use it as a stepping stone for related 
developmental skills. A music therapy evaluation was performed 
and it was determined that Ethan could benefit from this therapy. 
The school has offered and the parent has accepted a plan which 
includes a self-contained class, 2 hours per week of ypeech and 
language therapy and an hour per week of adaptive physical 
education. 



ISSUE - Should the school committee be required to pay for music 
therapy as part of the lEP? 

FINDINGS - Since Ethan has progressed in his past plan without 
■usic therapy, and since he has never formal ly gone to music 
therapy, the hearing officer found that it was not a required 
part of the lEP. 
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BSEA «5066 
GREGORY B. 



OCTOBER 26, 1981 



PRELIMINARY STATEMENT - Gregory is a five year old child who was 
born with spina bifida and hydrocephalus. He has very little 
sensation from the waist down and cannot walk independently 
without wearing leg braces and holding onto a walker. His fine 
motor skills and social /emotional development are below age 
expectation. 

His family moved from one community to another. The new 
community could not find an analagous placement to his previous 
502.8 pre-school program which included physical and occupational 
therapy. Since one could not be found, the Y.M.C.A. summer 
program was suggested and an agreement signed with parents. 
However, this never materializej because there was no more space 
in the program. A team meeting was held that fall and it was 
agreed that Greg was to now attend the Y.M.C.A. pre-school 
program. No provision was made for the following summer but the 
team would reconvene in May. At the reconvening it was 
determined that Greg would not be provided summer school because 
the school felt its requirements did not extend beyond physical 
and occupational therapy which it proposed to continue. 

ISSUES - 1) Was the summer program consisting of occupational and 
physical therapy services proposed, the least restrictive 
adequate and appropriate educational program for Greg for the 
summer? 

2) Did the town fulfill Its responsibility to implement 
the Everett lEP which was in effect when the family moved? 

FINDINGS - The occupational and physical therapy services 
provided to Greg during the si;maer constituted an adequate and 
appropriate summer program. According to the hearing officer the 
recommendations did not support a finding that Greg was likely to 
regress substantially in the absence of a classroom program. 

The hearing officer further found that delay in implementation 
of the 1980 sv*mmer program was occasioned by neither bad faith 
nor neglect and does not warrant an award of compensation or 
services. 
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TOE INDIVUiALIZH) mXTiTiati PLAN (IEP> 



Purs-JMit to fad^al statuta, th« individualized educational 
plan for child matt includ.1 " (•) a statanani of the 
^^'•prmamtlm^otmtoamno^i (b) a atatment of 
"nuH 9oaU. IneluUng dnrt tw ingtructional cabjectives; 
(«» a ttatMjt of tl» ii^clfite ipa^ 
t^l^ Ptomi^^^^ «d the ectiit 

to ^ tli, child tdll J»p, Jp:^^^ i„ 
•tetioiai IPI^^ wi-' ^p Mwt ^l -ttti^ far initiation 



«tf Miaation 



1orir M i«aat an anrual 



«fej«etivca are 
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. I.E.P. 



SOm C3CMCN lEP QUESnONS AND ANSfCSS 

Lcmk Stotu^ette and PaOUxUa. A. S/uinfe 



Q. Can I change ray mind about my child's placanent after I've 
already signed my aooeptanoe of the lEP? 

A. Yes. You h«.e the right to changa 3^ iind about acceptance 
of the plan at any time regar^isa^^wh^^ the stated tiire 
of the plan (uauSlly one Y^n^J^Udi^^. if you ^ 



should dacidB to db this, a naii.' 
the tiaoai to reoonvene 




:be acheduled f( 



Qm Z 



to tlie HP ineetij^:iii^ 
I fMl aimld M lii^uded iniv 





f^BKdfic goals 



win be 



i'in i3» plan if 



OP naetii^; 
it tine. 

to give pennission for •nauatiai? 

it would be \»iXmJ^^^^^^ or its 

together 



kva to present your 



tcMerA a aOlution. 
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sonecne with ne to tl»e lEP meeting who knows special 



#dcation [or v*io worJcs with my child, etc. ]? 



A. Yes. vrou have the right to bring ANYO^E to the meeting with you 
as a support, advocate, professional or friend. 

Will I be adviaed when my child has attained or failed to attain 
any of the goals as ouUined on the IW? 



A. Yes. Sttd-annual reports are raqttirir||: i^rV is a yearly 
revimi pf yciir chi Id 's progress. Ya^^ " 



c<0l]uest progress 



infonaatiai at may tim not just chj^|i|;| 




I ham l^Mij|r«hUd's ibp and 



dbjactives. Qui yoa 




Metings. 
the goals 



)b6 advisable to 
in mind can bm 




^^^.^^[tmi^-so that the 



<iiild's suggests adknt^^ 



must be acx:eptable t6 3^ •IBfoved by 



you. 



or yearly review iiiBiMi>J>C t«*i^^ when 
am I «iv«Q^ .to MS a final writttai fGOB of tks kbcttional Plan far 
my child? 
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A. YOU can expect to receive the Plan within ten working days after 
the meeting. 



Q. 



DO I have to sign the Plan jjnnediately upon receiving it? 



Q. 



A. No. Take the time you need to study the plan and fally under- 
stand its contents. If it is presented to you at the school, 
feel free to take it hone and stuc^ it. Ifcep in mind, however, 
that the school does need your signature within a reasonable 
period of time in onaer to keep yoste- chlldrift iii!i/her special 
education plaoeuKit. , . ' 

i# Kt newe to another 



Miat hasiMns to child ■ 
tow or stated cL^. % 



A. The curzent Blhica' 

new school. it/iM achpol 
that yQ^,,M^#>.'Qr^|%'" ' ' " 





X fin it';"^«db ^nOdi^ 



^ift rvqvfest that tbi ewfi 
ttmt youLcan di«ouM yofqir 




ttp^bor child's 
program 
iwold meet 



carried 



^j^-hkxm»tmied so 



Ocmnlttee. ^ ]5lfcias doe« iwt 




reaolv^, iiiatt to ths tfkmi tjllliniliiiniiff MiirLOiuui 
preparaUcna for using the Appe(d»1^:^eiM^ by 



the law. 
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Q. Wio can help me if I must prepare to use the Appeals Process? 

A. If after talking to the person in charge of the special educa- 
tion program, you feel that the answers given to any of your 
questions are not satisfactory, you might want to contacft: 

o the Regional Office of Special Education 
^ the nearest Advocacy Center 
o the state's Office for Childrw 
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UM noiviDUALIZH) EBOCATIONAL PLAN (HP) is a statanent of the 
school's plan for the education of your child. It includes a statanent 
of his/her present levels of educational perfoonance, a xiating of the 
special educatiai classes and progrms your child will participate in, 
and the goals, objricivM, teaching techniqiaea ani evaluation methods that 
will be utillMd in each. ]Mari|i«nad within the Plan is other informa- 
tion relating to yaaac ohild'a «3uaatian. 



rtm foUxMiaj amstiapB oetataia fariaf a»Tpi.,>^^^ ^^rt 



the IBP. Bk& 
the asqpiU 19 ettMhii, 




of 



part of 



— ^^^tMliMilM A • vitdch includes 

vnwoa attenSias 'thI nittin? wst sign in 
hl«/htr lole. If^ iM Mk^ m attenSanoe 
y ^fa>%w h«re does not higtdfx a0^mmt ac disagree- 



.1^ 

3. 8BMmnmgituf-*-:^iAt^ 



rliiliM 



0^ ebi£t: It in- 
iiWilr stmgthSr mBHstmamm, ImcBing style, and 
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physical restrictions to his/her learning. 

4. SPiOtt EOXSOTCN SERVICE IMJVEFtt - a li^ 
services and prognns to be provided inclaling; 
a) Tfp9 of service, e.g. , ipeech therapy, leisure sducaUcn, 
therapeutic r«a:Mtion, language training, an academic class, 
adjustmnt oounseling, etc. 

to) Jtojs fbr goal MBfcers - goal iM*er» «af objectives appear^ 

l*ter in the plan that cocreqpohd to tte Mtvioe listed, 
c) of setting - the setting In «te £^ 



d) Loostion - «liere "iie sttvice 
«d 9mc§amA - who wlU pwf «m thvi 

sscvlos nipis jpcc^ddeA 



h) Itotal hfiurl^^^''^ 





t HmalMT classroai*,ii^i«ili;b tftaamm of the 



tf^zjwns ciP-imfwi and TmimmsMMUMf'^JI^ ths 

x^vB sandfltt to Indicated. ImaSdMt^ 
plan for tranqportation for your child. 
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INPOWftTIGN - A variety of information related to the 
pre^m vitLch is preacxibed to meet the iirlividual needs of the 
student I3 entered on this section of the lEP, incluiing but not 
limited to: 

a) the classes or areas in which the student will be maiagtreamad, 
including a description of the physical education program, and 
a deaoription of the private bo public achooi transitioning 
progpnn, if applicable. 

b) reoamandatians regarding atate^nandatad baadLc akilla or curricu- 
la tasting finr atoctanta at apprapriate gnte Isvela aid in 
afpeopriate program pcoto^pas. aoit sixrifliitar ace amcpted i 



fxam aU oar pacta of tin tastixi9.^ IM miumm 
CKmnAKSm FORI attached to S» (pigai T^. 



c) to Ji^iflttlm c|r. tha iiael to oq^^ 

ly a tuam mprSm agancy (punw** (>► dh^^ 

^ apt\^'Va nri-. prior to aradaaUa>Wawii is when 




dlfliliilltiea 
- iMftlaaalify for 
wbleh is d«v«it«M^,|^J|| pi^lipi^ facili> 
tion from achooi to 
o£ itethar or not your Md*n diadbUJIy might 

fecB f olloMing the raguUr dlatyjpljnijQr code of 
X£|;/1mi cannot, an altamate pSiw for ailiUlBline will 



It. 



«.> An mgtl^mian regarding craduatioKi, tha criteria pat ^preduaticn, 
and thir pian for masting those criteria, fior atadants fggteen years 
of age cr older. 
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t) A justification if jhe daily or annua^ duration of the 
student's total educational pirogram is different fran that 
■vihijch is regularly provided. 

g) A description of support sen^ices which will be provided to 
teachers. 



snmir cemierE) goals - The general student cantered goals corresporxi 
to your child's specific arees of pee^U 

a) Priority I«inber - each goal is mKixftmA a nuflber iniicatii^ the 
order of priority. 

b) current Perfamande LewaX - a ttit^iiiiV.ql^swg.chiM's current 




'^ikg. ioetruction 



perfannaiee l««lidtbiatfa» ac#M«e i^ tWh jarfonnance 
level should iiyiiig<uit, tiii 
b!f specif ioallV' etat^ iiN^C"^ 
c) Genaanl Stuteit OiQtMr^aa|k , 
your child cea lie iBqp«at«ft «l| I 



plan. 



teaching 
the stated 




till fwaluBtion 



«hkh Mill be M «hi:;£*ii 
achieving the goils. 'v'^^^L'-^A't-t ' ■' "-v 

^gSv - ^ . ^ 

SPECIFIC SIODENT CaHElBED IT fj I 'T^lfS? ^JiiMfi'ljlin^ I twj general 
goals. ISMy inlioMe It tehjMar.v place, 
the ocnditions under idkich the )uimdioi^^!i^^^^§^^iSa^ aid the 
criteria vAiich will be used to maaaxre your child's success. Each 
«.^jective is assigned a nunber Indicatii^ ccdo: of priority. For 
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«ach objective, the corresponding Goal Nunber frcm the preceding 
SMfi is altered in the left oolum. Ihe colums on the right are 
utilized to check and date the quarter(s) during which the objectives 
will be addressed. 



10. PESPCNSE TO EaxCAn0W\L PLAN - BK' top section is reserved for 
your response to the plan that has been presented. If your child 
is 18 years of age or older, a/hs signs it. CSwdc the option of 
your choice, sign the fom and date it. Hmtum It to the school. 
At thft bottan of the page, the special «ckcstion aaninistrator anl 
the building adninistrator mat Bi^"1|i ficm *tKe^:that the 
goals included in the Plan ave tbOM jbte^W]^^ ten and 
secvioas listed will be provided. 
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Telecommunications 



The nesct section oi PEP describes telecaiminications 
or the use of canputers for networking and retrieving 
infonnation. Schole is the teleccxtmonicaticns network 
developed at Boston University as part of the project 
entitled, "Advancing Educational Techniques through a 
State^jde Recreation i>fetwDrk." Beisic infarmation 
about this system has been included hure. 
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ELECTRONIC NETWORKING WITH COMPUTERS 
by Victoria De^alvatore 



Since the baginning of tisst paopla have davisad ways to 
comounicata with ona another. Spokan language and written 
communication have been the most traditional ways. We are 
in a unique position in history to combine these two nodes 
with the aid of computer technology. Computer advances have 
served to enhance communication in specialized ways. 
Telecommunications or networking using computers has 
combined the immediacy c the telephone with the 
availability of information. By using these technologies 
people can be linked to other people and share information 
and resources in new ways. 



WHAT IS TELECOMMUNICATIONS? 

Telecommunications is peoplCf talking to people through 
computers. '« he computers **talk** to each other over ordinary 
telephone lines. The computers are connected to the 
telephone lines through a device calle^i a modem. 



PC 



SCHOLE 



PHONE 



MODEM 



PHONE MODEM = 



PC 
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HOW DOES IT WORK? 

Any hone or personal computer can be connected to a 
' dem. The nodeo connects to the telephone u£<ng the direct 
telephone line ir. your home or office. The computer dials a 
special telephone number to «» larger computer. Whan the 
larger computer "answers" and a connection is made (you 
would hear a high pitched squeal) you are connected to the 
network. 

HOW MIGHT PARENTS/CONSUMERS BENEFIT FROM A NETWORK? 

o Networking enhances communication. Communicating 
with other people vith similar interests or concerns can be 
an ongoing process, not limited to monthly met^tings or 
yearly conferences. The ratwork participants are the most 
inf ormatltin-r ich component and the^ "expert.^ with whom you 
can ccasunicate. 

c. Information can be sharr-d regularly so that current 
newsletters or bulletins are »lways available. 
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o Gath«rine information through bulletin boards and 
databasag is an aasy* desktop function rather than a trip to 
the local library or organization office. 



WHAT KINDS OF INFORMATION ARE AVAILABLE IN NETWORKS? 

Networks can be broken down into two basic categories that 
describe their features. Not all networks contain both 
categories. 

1. Interactive - Users can add cr request inforoation 
through the exchange of letters* bulletin boards, or foruas. 

2. Oatabasei - Large files of data available for 
reference. The user reads the resource infornation but does 
not interact with the provider. 



WHAT EaUIPHENT IS NEEDED? 



To use any teleconnunications network fron a home 
computer you need: 
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WHAT IS SCHOLE? 



Scheie is a tel ecommuni cat ions network. I t has 
communications features to link people through mail 
messages, bulletin boards* forums and live conferencing. 
The databases contain information resources in many areas of 
interest. This combination allows users to contribute their 
expertise as well as take advantage of information stored 
online. Through this sharing of information and 
communication, a network has evolved. 

HOW DID SCHOLE START? 

Scheie became operational in March 1985. Prior to that, 
the need for efficient communication and information sharing 
was realized through the Statewide Recreation Network. A 
way to share large amounts of timely information with many 
people was needed. A computerized network was more 
efficient, than the traditional mail service or telephone 
calls. Delays in the delivery of information on paper 
pointed towards the in^itantaneous delivery that is possible 
through the electronic computer medium. 
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I HAVE NEVER USED A COMPUTER, CAN I USE SCHOLE? 

Yes! In order to use Schole you must be able to read and 
type short English words. No specialized computer training 
is needed. Schole is "user friendly" which means help is 
always available by typing a "?" The choice of words you 
have is on the screen at any time. You are prompted to make 
a selection on the "menu". Within a short time most users 
become experts on the system. 



HOW DO I JOIN THE SCHOLE NETWORK? 

The Schole network is s nembership network. A one-time 
membership ^e of $20.00 is the starting cost. To connect 
to the network the fees are: 

$.i6/per min. from 6 p.m. - 7 a.m. 
t.33/per ain. from 7 a.m. - 6 p.m. 



HOW ro I PAY? 

The $20 membership fee is payable by cash^ check or money 
order when you complete your appl ica*^ion. The connect time 
can be billed a credit card (MC, VISA, AMEX) or directly 
through the mail ($3.50 per month billing charge). 
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THIS IS A SAMPLE OF WHAT IS FOUND ON SCHOLE. 



connect 

U?ernaoie: DUCKY 
Password : 




Hel lo DUCKY 
Uelcome to SCHOLE 

Copyright 1985 by Trustees of Boston University 
Hosted by General Videotex Corporation, Copyright 1986 

Logon at : 2«~SEP-1986 09:52:52 
Last Logon : 23-SEP-1986 13:30:45 



Schole Main Menu: 



About Scheie 

Bookstore 

Bui let In Boards 

Education 

Employoent 

Forum 

Grants and Funding 
Hot 1 Ines-* Support 
Law 



nail 

Prof ess lona 1 Directories 

Recreation 

Research 

Special Ized C )up8 
Te 1 econf erenci n, 
Travel 
HELP 
EXIT 



MAIN>What do you want to do? about schole 



About Schole Menu: 



9^ /iUtrJ- A^^^ *ff^ 



Introduction 
Guided Tour 
Profiles 

Settings for your computer 

Usage History 

EXIT 



ABOUT SCHOLEXPlease Select an Item) profile 



Here users may add their profiles or read about other 
members of the network^ change settings for computers and 
check online history. A brief Introduction and guided tour 
are available for Individuals wanting a refresher* 
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Schole Main Menu: 



About Schole 

Bookstore 

Bui letin Boards 

Education 

Edp 1 oyment 

Forum 

Grants and Funding 
Hot 1 ines — Support 
Law 



Mail 

Prof ess ional Dir ector ies 

Recreat ion 

Research 

Specialized Groups 
Teleconferencing 
Travel 
HELP 
EXIT 



MAIN>What do you want to do? law ^ 



Law Menu: 

Disability Advocates Bulletin 
Recreation & Parks Law Reporter 
EXIT 



LAW> Disability Advocates Bulletin 

Current I ssue 
Search Back Issues 



The ^Mrpose cf this BulL^tin is to provide legal, 
administrative, and resource information to individuals with 
Gisabiiities and their advocates. If you know of specific 
items which should be included, please notify Harry Beyer, 
Pike Institute, Boston University School of Law, 765 
Commonweal to Ave., Boston, MA 02215 (617) 353-2904. 
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MAIN>What do you want to do? recreation 

Recreation Menu: 

Resources 

Professional Preparation 
EXIT 

RECREATIONXResources, Professional): Resources 

Search on what criteria? 
CITY 
STATE 
KEYWORD 



The Recret-tion resources listed here have been conpiled from 
contributions froa the Statewide Recreation Network. If you 
know of a program or facility wh^ch is not included, send 
mail to SCHOLE with your contribution. You may search for a 
program in a certain town, state or by a keyword 



MAIN>Uhat do you want to do? travel 



TRAVEL tc LEISURE Menu: 



City Profiles 

Country Prof i 1 es 

Group and Meeting Planner 

News and Bui letins 

Official Airline Guide (OAG) 

TRAVEL> Which service? city 

Which CITY? boston 

BOSTON, MASSACHUSETTS 

Additional topics available: 

AIRPORT INFORMATION 
CAFE COD 
COLLEGE SFORTS 
GEN.^RAL INFORMATION 
HISTORIC SITES 
LODGING 

MARTHAS VINEYARD tc NANTUCKET 
NORTH SHORE 

RED SOX nQ6 SEASON INFO 
SIGHTSEEING SERVICES 
SOUTH SHORE 



Peservations and Information 
Si«rvices for Travelers 
Tips and Guides 
Exit 



ARTS CALENDAR 
CATERING 
DINING 
GEOGRAPHY 

LOCAL HOLIDAYS -CELEBRATIONS 
MAP 

MUSEUMS 

PATRIOTS HOME GAMES 
SHOPPING 
SOURCES OF INFO 
THEATER 
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Schole (TM) (sko-LAY)* is a network linking people and 
information via computers. This research-and-serv. je project of 
thfe School of Education at Boston University is fully operational 
and capable of serving indivi-.uals and professional groups that 
aire national or international in scope, it is a membershin 
network. *^ 



Personal computers expand your communications and 
information-gathering abilities by using a microcompui et , a modem 
(the device which connects your personal computer to a 
telephone) , and an ordinary telephone. Your world of 
communicating expands to telecoirmunications! Sending and 
receiving messages becomes instantaneous; access to databases is 
immediate using Dialog services and an online encyclopedia, or 
Schole data. You can conduct research online and host live 
conferencing with users in other parts of the world. Through 
Scheie you are able to interact directly with other members by 
simply dialing a local phone number. 

Schole is a menu-driven program. Easy commands and immediate 
online help are part of what makes Schole user-friendly. To be 
an active part of the network, you are identified online oy a 
unique "usemame" that you choose. It is not necessary for the 
user to know computer languages. 

The menus are diverse and meet a variety of needs. At the 
present time, the following schole features are fully 
operational . 

ABOUT SCHOLE - Information about the Schole" system and settings 

for your computer. 
BOOKSTORE - Catalog services for online shopping. 
BULLETIN BOARD - Public message system, read and post messages. 
EDUCATION - Up-to-date opportunities. 
EMPLOYMENT - Career opportunities. 

FORUM - A comprehensive messaging system for ongoing discussions. 
GRANTS AND FUNDING - Nhat is currently available. 
HOTLINES AND SUPPORT - Referral information. 
LAW - Current legislation that my affect you. 
MAIL - Private message system to send and receive mail. 
PROFESSIONAL DIRECTORIES - Who's Nho in related fields. 
RECREAT70N - Resources and opportunities for professional 
preparation. 

RESEARCH - Opportunities for information gathering. 
SPECIALIZED GROUPS - Specific organizations online. 
TELECONFERENCING - Live conferencing with one person or group. 
TRAVEL - Information for your travel plans. 
HELP - Explanation of Main Menu commands and other Schole 

features . 
EXIT - Sign off the Schole systea. 

The word Schole is taken from the Greek. It is the root word for 
our contemporary sehool . 



HOW TO GET STARTED: 



First, think of a Scheie username. Your usernama identifies you 
to others for electronic mail and conferencing, and serves as 
your account nvunber for custoaer service and billing. It can be 
your initials, a nickname, or anything you would like. Vou may 
use up to eight letter?' and. numbers, with no spaces or 
punctuation. 

Second, coaplete, tear off, and return the Schole Research 
Associatd Application form. You will be called by a Schole staff 
person to confirm your username and assign a password. 

Third, dial up and sign on. You may dial directly, or place a 
local call via Tymnet, Uninet, or Datapac (Canada) . 

(a) Sign onto SCHQL^ directly 

1. Dial 617/576-0862. 

2. When you have carrier, enter two carriage returns <c?>. 

3. At ''USERNAME" enter your SCHOLf name and <CR>. 

4. At "PA&..WORD'* enter your password and <CR>. 

(b) How to Sign an Using Tvmnet 

1. Dial your local Tymnet number. 

2. When "PLEASE TYPE YOUR TERMINAL IDENTIFIER" appears, 
type "A" and <CR>. 

3. When "PLEASE LOG IN" appears, type "GVC" and <CR>. 

4. At "USERNAME" and "PASSWORD" enter as outlined 
above. 

(c) How to Sign on Using Uniner 

1. Dial your local Uninet number. 

2. At "|x|" enter <CR><CR>. 

3. At "SERVICE" type "GVC" and <CR>. 

4. At "USERNAME" and "PASSWORD" enter as outlined 
above. 

(d) How to Sign on Using Datapac rcan..da^ 

1. Dial- your local Datapac ntimber. 

2. Enter "." for 300 baud or ".." for 1200 baud. 

3. Enter "Set 2:1,3:126" for full duplex allowing 
deletes . 

4. Enter "p 1 3106, GVC:" <CR> (Tymnet). 

5. At "USERNAME" and "PASSWORD" enter as outlined 
above. 

To obtain your local numbers call: 
Tymnet 1-800-336-0149 

Uninet 1-800-821-5340 (In Missouri, 1-800-892-5915) 
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RESEARCH ASSOCIATE APPLICATION SCHOLE PROJECT 

BOSTON UNIVERSITY SCHOOL OF EDUCATION 

JISURE STUDIES PROGRAM 605 COMMONWEALTH AVENUE 

617/353-4476 353-3295 BOSTON, MASSACHUSETTS 02215 

Please accept my application for Jlesearch Associate of the SCHOLE' 
PROJECT. I understand that SCHOLE is an information utility 
created in a research project of the Leisure studies Program at 
Boston University and, as such, is presently in the development 
stage . 

As a Research Associate, I agree to meet the following terms: 
1] Pay a one-time membership fee. 

2] Contribute to the development of SCHOLf, by providing the staff 
with feedbac:^ on menu items, user friendliness, keyword 
selection, etc. 

3] Pay when due all online and storage charges incurred by me under 

the terms of this agreement. 
4] Comply with the terms of the Schole Association Agreement 

attached hereto and incorporated herein by reference. 

NAME: 

AFFILIATION : 

ADDRESS: 

CITY: STATE: 

ZIP: PHONE: [ ] 

PERMANENT ADDRESS IF 
DIFFERENT : 



MEMBERSHIP FEE: Check or money order enclosed with this application. 
BILLING FOR CONNECT TIME: 
( ) MASTERCARD #_ 

( ) VISA « 



Interbank # 



Exp . Date 

Exp . Date 

( ) AMEX ♦ Exp. Date 

( ) Direct Billing % $3.50 per month surcharge 

Please select two usemames (NOT a password!) so others can mail 
to you or find you online (the second is in case your first 
choice is taken). Some samples: KELLS, MARYMAX, TOLKEN, etc. 
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or 2), 

Signature : 

I have read and agree to the terms on the reverse side. 

Please also include a word you will NOT forget (other than your 
password), like your mother's maiden name • • • because, if you 
forget your password, we will not tell you what it is unless you 
give us that word for security. . 

Boston University's policies provide for equal opportunity and 
affirmative action in employment and admission to all programs 
of the University. 
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TERMS OF THE SCHOLe' ASSOCIATION AGREEMENT 

communications and documents. ^"P«"«<5« all other 

2. Upon notice published online or otherwise c«™fl,„n<^>*-«,< 
Research Associate, Schole may modifrSSwe ^ ^° 



3. 
basis. 



The SCHOI^ system is provided on an "as is as avaliabi*... 
purpose, ara mad« with respact to scHOIi'. particular 
ti cop^rlaS?"": '"RlwS^h'JLo"/;"*"* databases i, protected 

:?s:is'?o*5o"s?^ » «2e.rch';i:.nfs?rp'.„it 

J^^H?J''f?^Jf"°''iS*J*'' °' "i"^*' be subject to 

A«oci«i-. =~dL ^^rH*"" Trj^i'O-l f« the use of Research 
«edit UmitS^ni ™Jf^<-' billing is established, any 

p1;WSn*?iL'Jp^!°' "irect-billera^^Sin'tn It. 

6. This agreement will be performed in, and qoverned bv the 
laws of the Commonwealth of Massachusetts? 

7. Research Associate is solely resncn-ibi* for the 

cSJjaf ^iyii^^ °' ^^'/^T Research Associate must 

P*»««i-ora whenever suo.^. conf identialiw may have 
Sj Hi!-^!'' SCHOl/ Shall not be responsible for aJy costs 

or da]R&9es resulting from the unauthorized use of any password. 
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MEMBERSHIP FEE 

Until April 30, the SCHOLE one-time membership fee is $20.00. 

Effective May 1, 1987, one-time membership fees are as follows^ 
i nd i vidua 1 member s hi p $35. 00, 

This fee includes a user handbook and one-half hour 
free connect time (daytime rates). 
Institution membership $100.00. 

This fee includes up to five usernames billed to one 
account, one user handbook and one-^half hour free 
connect time (daytime rates ) per user name. 

Payment is due with the membership application. Checks may be made 
payable to Boston University, Scheie Project. 



USAGE CHARGES 

B^sic **Connect Time** covers the use of standard Scheie services. All 
time is billed in one-^minute increments. When accessing via Tymnet, 
Uninet or Datapac, a two-minute session minimum applies. These rates 
are effective for access at 300^ 1200, or 2A00 baud access. 

Home Time (6 p.m. to 7 a.m. weekdays plus weekends and holiuays) 
» $10.00 per hour 

Office Time (7 a.m. to 6 p.m. weekdays) 
« $20.00 per hour 

BILLING 

Your online time can be billed to your Visa, Amer' ^an Express, or 
Mastircard credit card. Each month you will see your SCHOLE charges 
billed by General Videotex Corporation on your statement. There is no 
additional service charge for this billing option. Members who choose 
to be billed for their usage and pay by check are subject to a 
$3. 50/ month surcharge. 

STORAGE CHARGES 

You wi P be charged for information stored in files under your 
control. The first 25,000 characters (daily average for the month) 
are free; thereafter, thd charges are $.16/month for each additional 
1000 characters. 
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Organizations and Agencies 



This section of the ^E? provides the reader with the names and 
addresses of a variety of organizations and agencies. They have been 
arranged in the following order: 

o Advocacy organizations (National ana Massachusetts-based) 
o Disability -Specific organizations 

o Employment (organisations concerned with vocational rehabilitation 
and equal employmert opportunities for people with disabilities 

o Professional organizations (discipline-specific and general) 

o Recreation agencies in Massachusetts providing services for 
people with disabilities 

o Special Recreation organizations dedicated to promoting sports 
opportunities for all 

o Travel organizations (dedicated to accessible travel) 



DISABILITY-SPECIFIC NATIONAL ORGANIZATIONS 
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DISABILITY-SPECIFIC NATIONAL ORGAIJIZATIONS 



The list of organizations found on the following 
pages is arranged alEtobetically and includes 
most major organizations. We encourage you to 
read through all the Usts that follow since 
there might be more than aie organization that 
can provide you with the information you are 
looking for. 

In severed cases, the name of an organization has 
been listed more than once. It may be found under 
DISABILnY-SPBCIFIC ORGANIZftTIONS and under PTCFESS- 
lONAL ORGANIZATIONS AND ASSOCIATIOE;. If what you 
are looking for is not listed in this section, check 
the PEP section on PESOURCES FOR smLD'XSS. 
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Organizations and Agencies 



This section of the PEP provides the reader with the names and 
addresses of a variety of organizations and agencies. They have been 
arranged in the follcwing order: 

o Advocacy organizations (National and Nbssachusetts-based) 
o Disabili^ySp^ific organizations 

o Employment (organizations concerned with vocational rehabilitation 
and equal errployment opportunities for people with disabilities 

o Professional organizations (discipline-specific and general) 

o Recreation agencies in Massachusetts providing services for 
people with disabilities 

o Special Recreati^ -n organizations dedicated to promoting sports 
opportunities for all 

o Travel organizations (dedicated to accessible travel) 
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ADVOCACY ORGANIZATIONS AND AGENaES 



An advocate is one vs*io pleads in a court of law or one who 
defends, and supports the cause of another before the public. 

There are a number of advocacy organizations in Massachusetts 
and throughout the nation that are dedicated to helping 
people help themseleves. 

On the following pages, we have listed several of these. 
They are there to help! 
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P^VOCPCY : MASSACHUSETTS 



Boston Center for Independent Living 
50 New Eagerly Road 
Boston, MA 02115 
617-536-2187 

Provides advocacy, information and referral ser\'ices; support and 
independent living for individaals aged 16+ who have mobility unpairments . 

Boston Self Help Center 
18 Wil listen Road 
Brookline, MA 02146 
617-277-0080 

Provides counseling ser\'ices, advocacy, and peer support groups for people 
who have physical disabilities and chrome illnessjs; tir.e average aqe of 
consumers is 35. 



Ecumeiilcal Social Action Corrriuttee, Inc 

Maggie Goodwin, Paula Najarian 

P.O. Box 4 

62 Atherton Street 

JaiTBica Plain, m 02130 

617-522-2555 

Provides counseling/advocacy for vocational and educational needs; social 
services and pre-vocational programs for teens ages 10-21 with family 
problems. 



Federation for Children with Special Needs 
312 Stuart Street 
Boston, MA 02116 
617-482-2915 

Provides advocacy, information and referral services. 

Haverhill-Newburyport Council for Children 
69 Sumner Street 
Haverhill, MA 01830 
617-372-0161 

Provides advocacy, information and referrals. 

Human Rights Conmission 
City Hall, Roan 309 
455 Nbin Street 
Worcester, MA 01608 
617-798-8151 

The Conmission receives and investigates corplaints of discrimination in 
the areas of education, employment, the administration of justice. 
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recreation, p'jblic accomrodaticns, and housing; offers technical 
^^^^^^^.^^ ^^^a a.^^iutJLx.^ ct^iion. tber/es ^\crcester area.; 

Massachusetts Coalition of Citizens with Disabilities 
18 Will IS ton Road 
Brook line, MA 02146 
617-277-0080 

Advocacy groups are organized regionally and work with disability issues 
pertaining to any age. 

Massachusetts Commission Against Discrimination 
1 Asnburton Place, Room 601 
Boston, MA 02108 
617-727-3990 

Concerned with enployment discrimination; receives and investigates 
ccnplaints, holds hearings and orders remedial actions. 

Massachusetts Camission for the Blind 
110 Tremont Street 
Boston, MA 02108 
617-727-5526, 1-800-392-6450 

Provides information, referral", advocacy for all ages; also has Fall River, 
Springfield and Worcester area offices. 



Mayor 's Comnission on the Handicapped 
P.O. Box 501 

New City Hall Plaza - Roan 622 
Boston, MA 02134 
617-725-3696 

Provides information, referral, advocacy on all issues affecting persons with 
disabilities. 



Office for Children 
10 Amesbury Street 
Lawrence, MA 01840 
617-685-0262 

Provides information, referrals and advocacy for families and children 
with disabilities. 

Taunton Huimn Relations Camission 
1 Leonard Court 
Taunton, MA 02780 
617-823-6546 

The Comnission receives and refers complaints of discrimination in the 
areas of education, employment, the administration of justice, voting 
rights, public acccnmodations, credit, and housing, it is concerned with 
discrimination based on race, color, religiOT, sex, national origin, age, 
and handicap. (Serves Taunton area. ) 
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NATIONAL ADVOCACY 



Advocates for the Handicapped 
2200 Merchandise Mart 
Chicago, IL 60654 
312-822-0435 

I^al advocates for civil rights, enployment, housing, etc. Provides oubli 
cations such as ADVaT^TOR newsletter. 



AFL-CIO Department of CoTTaunity Services 
815 16th St, N.W. 
Washington, D.C. 20006 
202-637-5189 

InforTTBtioii on rehabilitation, mental health, substance abuse, fund raising 
consumer counseling. Dedicated to developing worKing relationships with 
ccmmunity social agencies. 



American Coalition of Citizens with Disabilities (ACCD) 
1200 15th Street NW, #201 
Washington, DC 20005 

Provides infonnation, support and referral pertaining to issues affecting 
individuals with disabilities. 



The Associacion of Junior Leagues, Inc. 
825 Third Avenue 
New York, NY 10022 
212-355-4380 

Facilitates and supports camiunity projects for child advocacy, health, and 
disabilities and provides volunteer training publications, and an advisory 
organization for Junior Leagues. 



Center on Human Policy 
Syracuse University 
216 Ostrom Avenue 
Syracuse, NY 13210 
315-423-3851 

Provides information and written materials pertaining to the rights of 
individuals with disabilities. A major focus of the organization is on 
ccmmunity organizing that will help consumers act on their own behalf to 
obtain their rights. The Center engages in legal advocacy, conducts 
sociological research and disseminates a wide variety of written mat- 
erials. 




AD\'OCAlT 



Closer Lcok Inforration Center 
1201 i6th Street, NIV 
Washington, X 20036 
202-833-4163 

The organization places special enphasis on the rights of individuals with 
disabilities. It encourages f^ents to press for the rights of their 
disabled children to an education equal m quality to that of their non- 
disabled peers, and for the rights of adults with disabilities to live a 
norral and productive life. Instructs parents on how to organize parent 
groups, gives technical assistance to coalitions working with individuals 
with disabilities, and supplies mfonnation packets on a nurrtoer of issues 
pertaining to disabilities. 

Disability Rights Center 
1346 Connecticut Avenue NW 
Washington, DC 20036 
202-^23-3304 

Provides advocacy infomBtion and resources that pertain to legislation 
affecting the lives of individuals with disabilities. 

Human Resources Center 
I. V. Willets Road 
Albertson, NY 11507 
516-747-5400 

A nonprofit organization for the education, training and placement of 
individuals who are disabled, rnentally retarded and aged. Publishes 
reports and monographs. 

Mainstream, Inc. 
1200 15th Street, NW 
Washington, DC 20005 
202-833-1136 

1-800-424-8089 (free hotline) 

A nonprofit organization established to encourage the minstreaming of 
people with disabilities m education and employmejit . Serves as a link 
between cop.sumers, the business center a^d the Fedeial GovemiiBnt. 
Operates a hotline to answer queestions on canpliance with the 
Rehabilitation Act of 1973. 



Mental Health I^w Project 
1220 19th Street, NW 
Washington, DC 20036 
202-467-5730 

An interdisciplinary public interest organization which attempts to define 
and protect the rights of persons who are irentally disabled and to 
stimulate improvements in public policies regarding their care, treatment, 
habilitation and connunity life. Publishes handbooks and newlstter. 
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U. S. Ccmmission on Civil Rights 
'.'.asnir.gton, Cx: 20425 

Tne Conmission is an independent, bipartisan agenc%' established bv 
Congress m 1957 and directed to investigate complaints alleging that 
citizens are being deprived of their right to vote by reason of race, 

Also, It studies 



n ^ c - — ' --"t^f wi. iiai.j.uiiai„ utigin. AiSO, it Studl 

and collects mforration pertaining to legal developments pertainmq to 
aoove; ser^^es as a national clearinghouse for mfonmtion in respect to 
discrmination or denial of equal protection of the laws, and subnuts 
findings to the President and the Congress. Publishes a Civil Riqhts 
Directory which lists governiiiental and private agencies and organizations 
engaged in program activities pertaining to discrimination and equal 
protection. ^ 



U. S. Department of Education 
Office for C^vil Rights 
400 Maryland Avenue, SW 
Washington, DC 20202 
202-245-7680 

The Office is responsible for ensuring equality of educational opportunity 
and ccnpliance with laws prohibiting discrimination in education based on 
race, color, national origin, age and disability. It conducts ccnpliance 
reviews, receives and investigates conplaints, seeks conciliation, 
conducts studies and sur/eys, publicizes findings, and provides training 
and technical assistance. 
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DISABILITY-SPECIFIC NATIONAL ORGA.NIZATIONS 



The list of organizatiOTs found on the following 
pages is arranged alE4«betically and includes 
most niajor organizations. We encxwrage you to 
read through all the lists that follow since 
there might be more than one organization that 
can provide yoi with the infomation you are 
looking for. 

In several cases, the name of an organization has 
been listed more than once. It may be found under 
DISABIUnY-SPECIFIC ORGANIZATIONS and under PRDFESS- 
ICNAL ORGANIZATIONS AND ASSOCIATIONS. If what you 
are looking for is not listed in this section, check 
the PEP section on RESOURCES FOR SIBLINGS. 
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Alexander Graliam Bell Association for t±ie Deaf 

Winifred H. Northcott, Ph.D. 

3417 UDlta Place, N.W. 

Washington, DC 20007 

202-337-5220 

Provides infonnation service for parents, libraries, health professions. Has 
a specialized library and publications abcut hearing inpairments. 



Allergy Foundation of America 
118-35 Queens Boulevard 
Forest Hills, NY 11375 
718-261-3663 

Provides infonnation on a nun±)er of allergies including asthma. 



American Brittle Bona Society 
1256 Merrill Drive 
West Chester, PA 19380 
215-692-6248 

Provides information pertaining to osteogenesis imperfecta. 



American Cancer Society 
777 Third Avenue 
New York, NY 10017 
212-371-2900 

Provides general information and publications pertaining to cancer and its 
treatment. 



American Diabetes Associc tion 
2 Park Avenue 
New York, NY 10016 
212-683-7444 

Clearinghouse for information about diabetes. 



American Foundation for the Blind, Inc. 

Jasen Noyes> Jr. 

15 West 16th Street 

New York, NY 10011 

212-620—2000 

Clearinghouse for information; consultation to agencies; lending library; 
aids for people v*io are blind; publications available. 



American Heart Association 
7320 Greenville Avenue 
Dallas, TX 75231 
214-750-5300 

Clearinghouse for infoniBtion and publications pertaining to heart disorders. 
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The American Legion 
Jack Carey 

700 N. Pennsylvania Street 
P.O. Box 1055 
Indianapolis, in 46204 
317-635-8411 

Provides rehabilitation, education, training and benefits for veterans 
are disaoled; publications available. 



American Leprosy Missions, Inc. 
The Rev. Roger K. Ackley 
1262 Broad Street 
Bloonfield, NJ 07003 
201-338-9197 

Provides medical, social rehabilitation, education, research; publications 
available. 



American Liver Foundation 
998 Pcrnpton Avenue 
Cedar Grove, NJ 07009 
201-857-2626 

Provides information pertaining to liver disorders. 



American Lung Association 
Ethgilene J. Crockett, M.D. 
1740 Broadway 
New York, NY 10019 
212-245-8000 

Pub:.ic and professional education and research; publications available. 

American Mental Health Fund 
P.O. Box 17389 
Washington, DC 20041 
703-790-8570 

Provides information about and resources for mental health. 



American Paralysis Association 
4100 Spring Valley Road 
#104, LB 3 
Dallas, TX 75234 

Provides information about spinal cord injury. 



American Printing House for the Blind, Inc. 

Watson B. ^abney 

1839 Frankfort Ave. 

Louisville, KY 40206 

502-895-2405 

Provides research, manufactures braille and talking books; provides large 
type catalogs, brochures. 
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The Arthritis Foundation 
Clifford M. Clarke, CAE 
1314 Spring Street m 
Atlanta, GA 30309 
404-872-7100 

Dedicated to research, cormunity sen;ice, and informing doctors of develop- 
ments in arthritis care; oflers panpHets, brochures, handbook lor people 
with arthritis and their fa^ulles. 



Association for Brain Tumor Research 
6232 North Pulaski Road, #200 
Chicago, IL 60646 
312-286-5571 

Conducts research pertaining to br.ain disorders. 



Association for the Care of Children's Health 
3615 Wisconsin Avenue NW 
Washington r DC 20016 
202-244-1801 

Dedicated to hurianizing health care particularly as it pertains to children. 
Provides publications and periodicals. 



Association for Children and Adults with Learning Disabilities 
4156 Library Road 
Pittsburg, PA 15234 

Provides information and resources pertaining to the education of persons who 
have learning difficulties. 



Association for Congenital Facial Paralysis, Inc. 
928 Hanover Lane 
Dyer, IN 46311 
219-322-3389 

Provides information about facial paralysis. 



Association for Neurcmetabolic Disorders 
5223 Brookfield Lane 
Sylvania, Oa 43506 
419-885-1497 

Provides information pertaining to neuroTBtabolic disorders. 



Association for Retarded Citizens of the United States 
2501 Avenue J 
Arlington, TX 76011 
817-640-0204 

Provides information and sipport for persons with mental retardation and/or 
delayed development and ttieir families. 
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The Association for the Severely Handicacpcd (TASH) 
7010 Roosevelt Way XE 
Seattle, WA 98103 
206-523-8446 

Provides infonrBtJon, support and resources pertaining to issues confronting 
persons with severe di »ilities and tJ'ieir families. 



Autism Services Center 
101 Richmond Street 
Huntington, WV 25702 
304-523-8269 

Provides informaiiion pertaininc; to autism and its treatment 



Blinded Veterans Association 
Dr. George E. Stocking 
1735 DeSales Street, N.W. 
Washington, DC 20036 
202-347-4010 

Provides counseling, rehabilitation, educational training and publications 
(recorded and braille). 



Cancer Information Clearinghouse 

Office of Cancer Communii:3tions 

National Cancer Institute 

9000 Rockville Pike, Building 31, Room 10A21 

Bethesda, MD 20205 

8C0-4-CANCER 

A clearinghouse of infonration and resources pertaining to cancer and its 
treatment. 



Candlelighters Childhood Cancer Foundation 
2025 Eye Street NW, #1011 
Washington, DC 20006\202-659-5136 

Provides information pertaining to childhood cancers and family support 
groups. 



Center for Hyperactive Child Information, inc. 

P.O. Box 406 

Murray Hill Station 

New York, NY 10156 

212-679-3959 

Provides information, resources and support for families of children with 
behavioral disorders. 



Council for Children with Behavioral Disorders 
1920 Association Drive 
Reston, VA 22091 
703-368-3293 

Provides infonration pertaining to a variety of behavioral disorders. 



DISABILITY-SPECIFIC NATIONAL ORGA^:ll^TIONS 



Council for Exceptional Children 
1920 Association Drive 
Reston, VA 22091 
703-620-3660 

Provides information and resources pertaining to the education of children 
with special learning needs. 



Cri-du-Chat Society 
Department of Hunan Genetics 
Medical College of Virginia 
Box 33, MCV Station 
Richmond, VA 23298 
804-786-9632 

Provides infonration and sipport pertaining to Cri-du-Chat syndrome. 



Cystic Fibrosis Foundation 
6000 Executive Boulevard, #309 
Rockville, iMD 20852 
301-881-9130 

Provides information pertaining to cystic fibrosis. 



Down Syndrome Congress 
1640 West Roosevelt Road 
Chicago, IL 60608 
312-226-0416 

Provides information, publications and support for families with a member who 
has Down syndrane. 



Epilepsy Foundation of America 
4351 Garden City Drive 
Landover, MD 20785 
301-459-3700 

Provides information, publications and support for individuals with epilepsy. 



Families of Spinal Muscular Atrophy 

P.O. Box 1465 

Highland Park, IL 60035 

312-432-5551 

Provides information and sipport for families of individuals with spinal 
muscular atrophy. 

Freidrich's Ataxia Group in America 
P.O. Box 11116 
Oakland, CA 94611 

Provides information for individuals and families affected by Freidrich's 
Ataxia. 
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Juvenile Diabetes Foundation 
60 Madison Avenue 
New York, NY 10010 

Provides informtion and resources for the care and treatr^ent of juvenile 
diabetes. 

Lowe s Syndrome Association 
607 Robinson Street 
West Lafayette, IN 47906 

Provides informtion to families with a member who has Lowe's syndrome. 

Leukemia Society of America 
800 Second Avenue 
New York, NY 10017 

Provides information about leijkerraa and present rese£rch efforts. 

March of Dimes Birth Defects Foundation 
1275 Mamroneck Avenue 
White Plains, NY 10605 

Provides a variety of information about birth defects; instrumental in fund 
raising efforts to support research. 

Muscular Dystrophy Association 
810 Seventh Avenue 
New York NY 10019 

Provides information to families and individuals who have MD. 

National Association of the Deaf 
814 Thayer Avenue 
Silver Springs, MD ,1910 

Provides information about deafness and resources. 

National Association for Down Syndrcme 

P.O. Bo 63 

Oak Pai.x, XL 60303 

Provides information about Down Syndrome and resources for families. 

National Association of the Deaf -Blind 
12573 S. E. 53rd Street 
Bellevue, WA 98006 

Provides information and resources to individuals who are deaf and blind and 
their families. 

National Association for Sickle Cell Disease 
3460 Wilshire Blvd., Suite 1012 
Los Angeles, CA 90010 

Provides informtion about and support for researc:h concerning sickle cell 
disease. 

National Federation of the Blind 
1346 Ccxinecticut Avenue, NW 
Suite 212, Dupont Circle Building 
Washington, EX: 20036 

Provides information about blindness and resources for living independently. 
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National Genetics Foundation 
555 West 57th Street, Roan 1240 
New York, NY 10019 

Provides information about and support research into genetic disorders. 

National Miltiple Sclerosis Society 
205 East 42nd Street 
New York, NY 10017 

Provides information au^ut the disease and resources for coping with it. 

National Neurof ibraratosis Foundation 
70 West 40th Street, 4th Floor 
New York, NY 10018 

Provides information end support to families with a member who has 
neurof ibroma tosi s . 

National Orgcinization for Rare Disorders 
c/o National Huntington's Disease Association 
1182 Broadway, Suite 402 
New York, NY 10001 

Provides information about rare disorders. 

National Society for Autistic Children 
1234 Massachusetts Avenue, NW 
Suite 1017 

Washington, DC 20005 

Provides information about autism and the care and treatment of children 
affected. 



Tourette Syndrone Association 
41-02 Bell Blvd. 
Bayside, NY 11361 

Provides infonnation and resources pertaining to children and adults with 
Toure'wte Syndrone. 

United Cerebral Palsy Associations, Inc. 
330 West 34th Street, 13th Floor 
New York, NY 10001 

Provides informaticxi about cerebral palsy and serves as a clearinghouse of 
inforTTQtion about local chapters of LXZP. 



GOVERNMENT AGENCIES 



Administration on Developmental Disabilities 
Office of Human Developmental Services 
Department of Health and Human Services 
330 Independence Avenue, SW 
Room 3194 

Washington, DC 20201 
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Architectural and Tiansportation Barriers Corrpliance Board 

330 C Street, SW 

Room 1010, Switzer Building 

Washington, EX: ^0202 

Division of Assistance to States Office of Special Education 
400 Maryland Avenue, SW 
Donohoe Building 
Washington, DC 20202 

iMational InfornBticn Center for Handicapped Children and Youth 
P.O. Box 1492 
RosslvTir VA 22209 

National Library Service for the Blind and Physically Handicapped 
Library of Congress 
1291 Taylor Street, NW 
Washington, DC 20542 

Office of Deafness and Cotmunicative Disorders 
Department of Education 
Roan 3416, Switzer Building 
400 Maryland Avenue 
Washington, DC 20202 

Presidents Conmittee on Elrploiment of the Handicapped 

Department of Labor 

nil 20th Street, NW, #600 

Washington, DC 20036 
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voir:' See also the next ^E^ section on PROFESSIONAL ORCANIZATIOyS . 



Ai^lVETS (Pjr,erican Veterans of m 11, Korea and Vietnair.) 

Joseph R. Koralewski 

1710 R.I. Avenue, N.W. 

Washington, DC 20036 

202-223-9550 

Provides rehabilitation, enployment services, counseling; publications 
available. 



Council of S- -te Administrators of Vocational Rehabilitation 
1522 K Street, W 
Suite 610 

Washington, DC 20005 

A professional organization for delivery of services to people who are 
disabled. Publications available. 



EPI-HAB, L.A. , Inc. 
5533 S. 'fc-festern Avenue 
Los Angeles, CA 90062 
213-299-2305 

Organization for re-integration of persons with epilepsy, work training, 
employment, social i.-:iticn, counseling, sports, and recreation. 
Publications available. 



Federation Qiployment and Guidance Service 
114 5th Avenue 
New York, NY 10011 
212-242-9050 

A job placement service offering educational and vocational guidance. 
Programs for persons vjho are developmental ly disabled and nentally ill. 
Pamphlets and directories are available. 



Goodwill Industries or America 
9200 Wisconsin Avenue, NW 
Washington, DC 20014 
301-530-6500 

Programs for vocational rehabilitation. Newsletter available. 



President's Conmittee on Employment of the Handicapped 
1111 20th Street, NW 
Washington, DC 20036 
202-653-5044 

Involved in national education and information programs, training, 
rehabilitation and ^ployment opportunities. 

2673 '-'5 
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Aerospace Industries Association of America, inc. 

Clayton Ruyle 

1725 DeSales Street N.W. 

Washington, DC 20036 

Airline Pilots Association 
John 0 'Donne 11 

1625 Massachusetts Avenue, N.W. 
Washington, DC 20036 

Al licence of American Insurers 
1501 Woodf ield Road 
Suite 400 West 
Schaumburg, IL 60195 

Altrusa International 
Verona Bordok 
8 South Michigan Avenue 
Chicago, IL 60603 

Amalgamated Clothing and Textile ttorkers Union 
Murray Finley 
15 Union Square 
New York, NY 10003 

Amalgamated Transit Union 
John Rcwland 

5025 Wisconson Avenue, N.W. 
Washington, DC 20016 

American Acadeny of Physical Medicine and Reh .^lon 

Creston Herald 

30 North Michigain Avenue 

Chicago, IL 60602 

American Airlines, Inc. 
Robert Wick 
P.O. Box 61616 
DFW Airport, TX 
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PROFESSIONAL ORGANIZATIONS AND ASSOCIATIONS 

The next section of organizations is divided into two parts: The first gives 
the names and addresses of the professional organizations to which many of the 
people who work with your child might belong. These organizations can provide 
you with additional information about a particular human service specialty. 

The second section lists a number of organizations and associations that 
provide general information, publications and referrals. 

In seme cases, an organization has been listed in another section of PEP 
(see, for example DISABILITY-SPECIFIC ORGANIZATICNS and RESOURCES FOR SIBLINGS) 

If there is a particular organization or association you were looking for 
that we have not included, we suggest you contact the National Information 
Center fcr Handicapped Children and Youth, P.O. Box 1492, Rosslyn, VA 22209. 
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PROFESSIONAL ORGANIZATIONS AND /^^SOCIATIONS 



Academy of Dentistry for the Handicapped 

Kurt King, DDS 

1726 Chanpa St 

Denver, CO 80202 

303-573-0264 

Dentistry, educational materials, referral system for dentists; 
publications available, professional organization. 



American Alliance for Health, Physical Education, Recreation and 

Dance: Programs for the Handicapped 

Dr. Julian U. Stein 

1201 16th St N.W. 

Washington, D.C. 20036 

202-833-5547 

Provides printed material for physical education, nature, aqua- 
tics and geriatrics. Operates the Information and Research 
Utilization Center (URIC); professional organization. 



American Association on Mental Deficiency 

Marjorie H. Kirkland 

5101 Wisconsin AveNUE, N.W. 

Washington, D.C. 20016 

202-686-5400 

Evaluates services and supports legislation concerning 
individuals with mental retardation and other developmental 
disabilities; publications available; professional organization. 



American Association of Occupational Health Nurses, Inc. 

Virginia L. Carlson, R.N. 

575 Lexington Av^UE 

New York, NY 10022 

212-355-7733 

A professional organization concerned with occupational nursing; 
Provides cxDnferences, continuing education and publications. 

American Association for Rehabilitation Therapy, Inc. 
Errick Wbosley, RRT, President 
P.O. Box 93 

North Little Rock, AR 72116 
501-725-9100 x469 

Has separate sectiois for adjunctive therapies; holds conferen- 
ces; publications and infonration is available; professional 
organization. 



American Association of Workers for the Blind/ Inc. 
Jerry Dunlap 
1511 K. St., N.W. 



PRCFESSIONAL ORGA.NIZATIONS AND /\SSOCIATIONS 



Washington, D,C- 20005 
202-347-1559 

Dedicated to the promotion, development, and inprovement of 
services to the blind; holds conferences; publications 
available; professional organization. 



.Qjnerican Cancer Society, Inc, 
Mrs. Albert D. Lasker 
777 Third Avenue 
New York, NY 10017 
212-371-2900 

Provides educational services and rehabilitation programs for 
mastectomees, laryngectomees, and ostomy patients; publications 
available. 



American Coalition of Citizens with Disabilities, Inc, 

Terrence J. O'Rourke 

1200 15th Street, N.W., Suite 201 

Washington, D.C. 20005 

202-785-4265 

Information collecting, advocate organization; provide workshops 
and publications. [See also, ADVDCACY] 



American Congress of Rehabilitation Medicine 

ThoTQs P. Anderson, M.D. 

30 N, Michigan Avenue 

Chicago, IL 60602 

312-236-9512 

Rehabilitation developnent; journals available, professional 
organization 



American Dance Therapy Association 
1000 Century Plaza 
Suite 210 

Columbia, MD 21044 
301-997-2310 



American Deafness and Rehabilitation Association, Inc. 

Sue E. Ouelette 

814 Thayer Avenue 

Silver Spring, MD 20910 

301-589-0880 

Promote expansion of rehabilitation services to deaf adults; 
professional organization. 



American Medical Associution 

Department of Envircru^ntal, Public:, & Occupational Health 
Theodore C. Doege, M.D. 
535 North Dearborn Street 
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Chicago, IL 60610 
312-751-6526 

Advising and educating physicians; providing resources about 
handicapped persons relating to employment; publications avail- 
able, professional organization. 



American Red Cross 
Jerone H. Holland 
17 and D Streets, m 
Washington, DC 20006 
202-737-8300 

Provides aquatics. Special Olympics, rehabilitation for institu- 
tionalized persons; publications available. 

American Occupational Therapy Association 

Mae D. Hightcwer-Vandainm, OTR 

6000 Executive Blvd. 

Rockville, MD 20852 

301-770-2200 

Consultation, public infonration; professional certification; 
publications available, professional organization. 

American Orthotic and Prosthetic Association 

William Hamilton 

1444 N. Street, NW 

Washington, DC 20005 

202-234-8400 

Dedicated to cormunication between suppliers of prodiTts and 
services, legislation concerned with health care services; 
publications available, professional organization. 

American Osteopathic Association 
EkJward P. Crowell 
212 E. Ohio Street 
Chicago, IL 60611 
312-944-2713 

Conducts research; pranotes public health; provides educational 
materials; professional organization. 

American Physical Therapy Association 

Royce P. Noland 

1156 15 Street, N.W. 

Washington, DC 20005 

202-466-2070 

Provides education, research, publications; the national 
professional organization for Physical Therapists. 



American Personnel and Guidance Association 
Mary Maples 

2 Skyline Place, Suite 400 
5203 Leesburg Pike 
Falls Church, VA 22041 
703-820-4700 
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Provides guiciance and counseling education, counselor dpvelop- 
nient workshops; publications available, professional 
organization. 



American Podiatry Association 
Seward P. Nymn, D.P.M. 
20 Chpvy Chase Circle 
Washington, DC 20015 
202-537-4900 

Clearinghouse; interest in podiatrists in serving people with 
disabilities; publications avaiLable, professional organization. 



American Psychiatric Association 

Mel vine Sabshin, M.D. 

1700 Eighteenth Street, N.W. 

Washington, DC 20009 

202-797-4950 

Dedicat6?d to making psychiatric knowledge available to other 
practitioners; publications available, professional 
organization. 



American Speech, Language and Hearing Association 

Margaret Byrne 

10801 Rockville Pike 

Rockville, MD 20852 

301-897-5700 

Encourages scientific study of cannunication disorders; provides 
professional certification; publications available, professional 
organization. 



American Therapeutic Recreation Association 
Melinda Conwav Callahan, President, 1 986-1 Q87 
3417A Sapula Road, Box 377 
Sand Springs, Oklahcroa 74063 

A recently formed (1984) professional association for certified 
therapeutic recreation specialists and para-professionals. 
Provides infornation on therapeutic recreation practices 
particularly in clinical settings; active in supporting 
legislation affecting persons with disabilities; newsletter; 
professional organization. 

The Association on Handicapped Student Service Programs in 
Post-Secaidary Education 
Ron Gibbens 

Box 8256 University Station 
Grand Forks, ND 58202 
701-777-3425 

Promotes equal rights and opportunities of students with 
disabilities in post-secondary education; provides a newsletter; 
professional organization. 
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National Coalition of Arts Therapy Associations 
c/o Annnarie Pitinan 
655 15th Street, N.W* 
Suite 300 

Washington, D.C. 20005 
202-639-4285 

A Coalition of professionals representing the fields of Music, 
Danoe, Art, and Drarna Therapies and who work in a variety of 
clinical and educational settings. 



National Recreation and Park Association 
National Therapeutic Recreation Society 
3101 Park Center Drive 
Alexandria, VA 22302 
703-820-4940 

The National Therapeutic Recreation Society (OTRS) is one branch 
of the National Recreation and Park Association (NRPA) which 
represents professionals and para-professionals in therapeutic 
recreation? provides a newsletter; professional organizaticxi. 
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Bureau of Education for uie Handicapped 

US Office of Education 

400 Maryland Ave., SW 

Washington, DC 20202 

202-245-9661 

Coordination for training teachers, distribution of media and rrateraals, 
and nxxiel programs. 



CHAP (Children Have a Potential) 

AF/SGPC-CHAP, Air Force Medical Service Ceiiter, Brooks Air Force Base 

San Antonio, TX 782 3S 

512-536-2031 

Assists Air Force families with handicapped children. Provides counseling 
and parent groups. Air Force regulation available. 



The Council for Exceptional Children 
1920 Association Dr. 
Res ton, VA 22091 
703-620-3660 

A professional organization for the education of handicapped and gifted 
children and youth. Publications are available. 



Council of State Administrators of Vocational Rehabilitation 
1522 K Street, NW 
Suite 610 

Washington, DC 20005 
202-638-4634 

A professional organization for delivery of services to handicapped and 
deaf persons. Publications available 



Dai^en Dutton Society for Leprosy Aid Inc. 
616 Bedford Ave. 
Bellmore L.I., NY 11710 
516-221-5909 

Society for research, rehabilitation services, and public education. 
Publications available. 



Disabled American Veterans, National Service, Legislative Headquarters 
807 Maine Ave, SW 
Washington, DC 20024 
202-554-3501 

A national service program which supports legislation and scholarship 
Publications are available. 
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EPI-HAB, L.A. , Inc. 
5533 S. Western Ave. 
Los Angeles, CA 90062 
213-299-2305 

Organization for re-integration of persons with epilepsy, work training, 
empici'TDent, socialization, counseling, sports, and recreation. Publication^^ 
-re available. 



Epilepsy Foundation of Aiiierica 
Adolph L. Sahs, M.D. 
1328 L. Street, NW 
Washington, DC 20036 
202-293-2930 

National spokesman for people with epilepsy; advocacy; school education 
programs; Publications are available. 



Federation Qnployment and Guidance Service 
114 5t]- ^nue 
New York, NY 10011 
217-777-4900 

A job p.aconent service offering educational and vocational guidance. 
Programs for persons who are develc^xnentally disabled and mentally ill. 
Pamphlets, and directories are available. 



Federation of the Harrficapped, Inc. 
211 West 14th Street 
New York, NY IOC 11 
212-242-9050 

Vocational rehabilitation, group work and recreation services. 



The 52 Associatiai, Inc. 
147 East 50th Street 
New York, NY 10022 
212-752-1855 

Organization for disabled armed service members. Services include driver 
training, rehabilitation, and recreation. Panphlets are available. 



Gallaudet College 

7th and Florida Ave., NE 

Washington, DC 20002 

202-651-5005 

A liberal arts college for persons who are deaf. Catalog available 
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Girl Scouts of the USA Services for Girls vvatn Special Needs 
830 Third Ave. t-- ^ 

New York, NY 10022 
212-940-7500 

Scouting organization for girls. Services include recreation, campmq, 
sports, recreation, arts, service, skills. Catalog available. 



Goodwill Industries of America 
9200 Wisconsin Ave., N"W 
Washington, DC 20014 
301-530-6500 

Program for vocational rehabilitation. Newsletter available. 



Helen Keller, International, Inc. 
22 West 17th Street 
New York, NY 10011 
212-620-2100 

Technical assistance to developing countries to help upgrade services 

for individuals who are blind, 'education, rehabilitation, and the prevention 

of blindness. Newsletter and brochures are available. 



Human Resources Center 
Willets Road 
Albert son, NY 11507 
516-747-5400 

A resource center for education, training, placanent, and research 
LC>' individuals vjho are severely physically disabled, and/or retarded. 



ICD Rehabilitation and Research Center 
340 Bast 24th Street 
Nev^' York, NY lOnio 
212-679-0100 

A center for rehabilitation, treatment, training, research, professional 
development. A newsletter is available. 



Industrial Home for the Blind 
57 Willoughby Street 
Brooklyn, NY 11201 
212-522-2122 

Rehabilitation training, library ser\'\ces in braiUe, large print booksr 
talking books, and summer day camps fc individuals viho are blind and deaf- 
blind. 
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International Association of Lar^Tigectofnees 
777 Third Avenue 
New York, NY 13017 
212-371-2900 



An association for renabilitation, inforination dissemination. Free speech 
lessons and publications are available. 



International Handicapped Net 
P.O. Box B 

San Gabriel, CA 91778 
213-282-0014 

An organization for radio amatears who are disabled. Publications are 
available. 



The Joseph P. Kennedy, Jr. Foundation 
Senator Edward M. Kennedy 
1701 K. Street, NW, Suite 205 
Washington, EX; 20006 
202-331-1731 

A foundation for research and Special Olynpics programs. A small scholarship 
program in physical education and recreation is available. 



Junior National Association of the Deaf 
Gallaudet College 
Washington, DC 20002 

An association to motivate young deaf people. Has an annual Youth Develop- 
ment Camp. Publications are available. 



Library of Congress 

National Library Service for tte Blind and Physically Handicapped 

Washington, DC 20542 

202-882-5500 

A free library service with recorded and braille bodes. Publications are 
available. 



iMarch of Dimes Birth Defects Foundation 
1275 Mamaroneck Avenue 
White Plains, NY 10605 
914-428-7100 

A foundatic'^ for research, public health education and fundraising. 
Publication:, are available. 
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The Menninger Poundation 
P.O. Box 829 
Topeka KS 66601 
913-234-9566 

A foundation for research, education and preventive psychiatry. Publications 
include a scientific journal. This is a professional organization. 



Muscular Dystrophy Association 
810 Seventh Avenue 
New York, NY 10019 
212-586-0808 

An association for research, grants, fellowships, diagnostic services, 
suntner camping, transportation aid and fundraising. Publications are availa- 
ble. 



National Association for Retarded Citizens 

2709 Avenue E^st 

P.O. Box 6109 

Arlington, TX 76011 

817-261-4961 

An association for public education, family counseling, and advocacy. 
Functions as a clearinghouse with publications available. This is a member- 
ship organization. 



National Association of the Dear 
814 Thayer Avenue 
Silver Spring, MD 20910 
301-587-1788 

A clearinghouse for information relating to deafness and problons encountered 
by persons v*io are deaf. Publications are available. 



National Association of the Physically Handicapped, Inc. 
76 Elm Street 
London, OH 43140 
614-852-1664 

This organization has conmittees for barrier free design, recreation, sports, 
a library, and transportation issues. A newsletter is published. This is a 
membership organization. 



National Association of Private Psychiatric Hospitals 
1701 K Street, NW 
Suite 1205 

Washington, DC 20006 
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202-223-6691 

Association for sharing infonrBtion for treatoent planning, research, 
accreditatiai, education, and legislation, Puolications are available from 
this professional organization. 



National Association of Rehabilitation Facilities 
5530 Wisconsin Avenue NW, #955 
Washington, EX: 20015 
301-654-5882 

Association for medically oriented rehabilitation centers and sheltered 
workshops. Hosts educational seminars and publishes a newsletter. 



National Association of State Directors of Veterans affairs 

State Capitol 

Des Moines, lA 50319 

515-278-9331 

An association for the exchange of ideas and information to ensure equality 
of service and legislation. Publications are available from this profess- 
ional organization. 



National Association of State Mental Health Program Directors 
1001 Third Street, SW, Suite 114 
Washington r rc 20024 
202-L>54-7807 

An association for the exchange of ideas for public mental health programs 
Publications are available fron this professional organization. 



National Center for a Barrier Free Environment 
1140 Connecticut Avenue , NW 
Roar 1006 

^:as]'ington, DC 20036 
202-466-6896^ 

A national information center with a clearinghouse for publications; 
promotes research and is a membership organization. 



National Congress of Organizations of the Physically Handicapped, Inc. 
1627 Deborah Avenue 
Rockford, IL 61103 
815-877-4900 

Prcmotes enployment opportunities, legislation, equal rights, social 
activity and rehabilitation. Publications are available from this 
professional organization. 
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National Easter Seal Society for Crippled Children and Adults 
2033 West Ogden Avenue 
Chicago, IL 60612 
312-243-8400 

Assists people who are disabled and their families in finding and asing 
available resources: vocational, camping, recreational, educational. 
Publications are available. 



National Federation of the Blind 
1629 K Street, NW, #701 
Office #10 
Washington, DC 20006 
202-785-2974 

A federation for education, assisting victims of discrimination, research, 
legislation, and scholarships to blind students. Publications are available. 



National Foundation of Dentistry for the Handicapped 
1726 Champa Street, Saite 422 
Denver, CO 80202 
303-573-0264 

An educational materials dispensary and referral system. This is a profess- 
ional organization. 



National Handicapped Sports and Recreation Association 

Capitol Hill Station 

P.O. Box 18664 

Denver, CO 80218 

303-978-0564 

An organization to promote sports and recreation: alpine, nordic, water 
skiing, rafting, kayak, golf, horseback riding, scuba. 



The National HefnopAiilia Foundation 
25 West 39th Street 
New York, NY 10018 
212-869-9740 

Promotes research, publishes infornation, conducts fund-raising, provides 
scholarships, encourages suimer camp programs to provide nornal recreation 
activities. Publishes a newsletter. 



National Industries for the Blind 
1455 Broad Street 
Blocmfield, NJ 07003 
201-228-3804 

Coordination of workshops for people who are blind; researches new products, 
and price revisions. Publications are available. 
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National Mental Health Association 
1800 N. Kent Street 
Arlington, VA 22209 
703-528-6405 

Promotes research, social action, education, service, rehabilitation, and 
comunity mental health services for adults and children. Publishes a cata- 
log, a professional organization. 



National Multiple Sclerosis Society 
205 East 42nd Street 
New York, NY 10017 
212-986-3240 

A society for research, fellowships, grants, interested in special clinics 
within existing hospitals. Publications are available within this profess- 
ional organization. 



National Rehabilitation Association 
1522 K. Street, NW 
Washington, DC 20005 
202-659-2430 

An advocacy organization which promotes professional training opportunities, 
publishes a journal, newsletter, and is a professional organization. 



National Rehabilitation Counseling Association 
1522 K. Street, NW 
Washington, DC 20005 
202-296-6080 

Interested in developing professional standards, research, and certification. 
Publications are available from this professional organization. 



National Safety Council 
425 Iviichigan Avenue 
Chicago, IL 60611 
312-527-4800 

A clearinghouse and library of accident prevention data, publishes in the 
area. This is a national organization. 



The National Society for Autistic Children 

1234 ^tessachusetts Avenue, NW 

Suite 1017 

Washington, DC 20005 

202-783-0125 

A society which advocates, caiducts a job exchange for employers in the 
field, and is a clearinghouse of information and referral services. 
Publications are available fran this professional organization. 
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>Jational Society for t±ie Prevention of Blindness, Inc. 
79 Madison Avenue 
New York, NY 10016 
212-684-3505 

Pranotes research, carmunity services, vision screening, professional 
education and public information. Publications are available. 



National Spinal Cord Injury Foundation 

369 Elliot Street 

Newton Upper Falls, MA 02164 

617-964-0521 

Promotes research fellowships, develop quality care systems, advocacy, 
sultaticn, and iirproving services for people who are paraplegics. 



Paraplegics Manufacturing Co., Inc. 
304 North York Road 
Bensenville, IL 60106 
312-766-0350 

Provides enployment and sub-contracting to major manufacturers. 



Partners of the Americas Rehabilitation ESucation Program 
2001 S. Street, NW 
Washington, DC 20009 
202-332-7332 

Provides a channel between US, Latin America, Carribean nations involved in 
agricultural developnent, rural development, carmunity education, health, 
and rehabilitation services. Publications are available. 



Placonent & Referral Center for Handicapped Students 

Board of Eaucation, New York 

362 Schennerhorn street 

Brooklyn, NY 11217 

212-624-0854 

Provides career counseling, social rehabilitation, job placement and refer- 
rals. 



The President 's Coninittee on Enrployment of the Handicapped 
1111 20th Street, NW 
Washington, DC 20036 
202-653-5044 

Involved in national education and information programs, training, 
rehabilitation and employment opportunities. This is a national cotmittee. 

285 



323 



PRCFESSIONAL ORGANIZATIONS AND ASSOCIATIONS 



President's Cormttee on Mental Retardation 
7th and D Streets, SW 
l\j!ashington, DC 20201 
202-245-7634 

Advocates for screening, early intervention and legal rights. Publications 
are available from this national ccmnuttee. 



Rehabilitation International USA (RIUSA) 
20 West 4Uth Street 
New York, NY 10018 
212-869-9907 

Rehabilitation pronotion, infoniBtion and services, and a film library 
Publications are available. This is an information dissonination service. 



Rehabilitation Services Administration 

Department of Education 

330 C Street, SW 

Washington, DC 20201 

202-245-8492 

Managanent of provisions of Rehabilitation Act of 1973, matching funds, 
program support, guidance. 



Society of the Rehabilitation of the Facially Disfigured, Inc. 
550 First Avenue 
New York, m 10016 
212-679-1534 

Provides support of clinical services, training programs, public education 
and referrals. Publications are available. 



United Cerebral Palsy Associations, Inc. 
66 East 34th Street 
New York, NY 10016 
212-481-6300 

Professional service programs, research, infant care centers, and adult 
vocational services. Publications are available. 



United Mine Workers of America Hedth and Retirement Funds 
2021 K Street, NW 
Washington, DC 20006 
202-452-5000 

Medical services, vocational, rehabilitation services. Publications are 
available. 
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United Ostomy Association, inc. 
1111 Wilshire Blvd. 
Los Angeles, CA 90017 
213-481-2811 

Disseminates infoniBtion, research, public education. Publications 
available from this professional organization. 



U.S. Council of the World Veterans Federation 
1508 19th Street, W 
Washington, DC 20036 
202-232-4000 

A clearinghouse for legislation, rehabilitation information. 



United States Wheelchair Sports Fund 
40-24 62nd Street 
Woodside, NY 11377 
212-424-2929 

Encourages growth of wheelchair sports, aid in sponsoring wheelchair sports. 
Publications are available, rules, training and techniqups for athletics. 



The Veterans Administration Dept. of Medicine and Surgeiy 
810 Vermont Avenue, NW 
Washington, DC 20420 
202-393-4120 

Administers programs for medical care, rehabilitation, and education. 
Publications are available. 



Veterans of Foreign Wars of the United States 
34th and Broadway 
Kansas City, MO 64111 
816-756-3390 

Rehabilitation, legislation, caimunity activities. Publications are availa- 
ble. This is an organization for veterans. 



Welfare of the Blind, Inc. 
5647 Bent Branch jRoad 
Washington, DC 20016 
301-229-0154 

Provides assistance to the sightless of the Third Wbrld, supports 
missionaries and missions in Iran and Togo. 
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World Rehabilitation Fund, inc. 
400 East 34th Street 
New York, NY 10016 
212-679-3200 

Interested in expanding and improving rehabilitation services to individuals 
who are physically handicapped, providing training, consultation. Publica- 
tions are available, menbership organization. 

ADDITIONAL ENTRIES: 

The Legal Resource Center for the Disabled 
David Popiel, Esq. 
55 Washington Street 
East Orange, NJ 07017 

Advocacy program providing legal sen/ices for disability-related issues. 
Offers legal counseling and representation, training programs for volunteers 
and consumers and infcrmation on pending laws, rules, and policies affecting 
individuals with disabilities. 



HIP (Help for Incontinent People) 
P.O. Box 544 

Union, South Carolina 29379 

An organization founded in 1983 to assist people vA\o have bladder control 
problens. Publishes a free quarterly newsletter (Ttie HIP Report); involved 
in advocacy activities related to iirproving attitudes, legislation that 
pertains to insurances issues, products, and ccmmunication. 



Support Dogs for the Handicapped 
P.O. Box 28457 
Columbus, OH 43228-0457 

A privately funded organization which provides (at no charge) specially 
trained dogs to people with disabilities and their families. A conmittee 
decides eligibility after receiving an initia'' application fran the 
individual seeking assistance. 



The National Organization on Disability 
2100 Pennsylvania Avenue, N.W. 
Suite 234 

Washington, D.C. 20037 

A private, ncn-profit organization concerned with all types of disabilities 
and the people they affect. Vast net;^r'< of volunteers in conmunity groups, 
corporations, national organizations and has liaisons in the fifty states. 

TRIPOD 

955 North Alfred Street 
Los Angeles, CA 90069 

HOTLINE: (800) 352-8888 (outside of California) 

(800) 346-8888 (in California) 
A non-profit organization ccrnmitted to giving families information about 
deafness. Created a toll-free hotline (the GRAPEVINE) provide counseling, 
information and referrals to professionals and resources in the caller's 
local comnnunity. 
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Travel Information Center 
Moss Rehabilitation Hospital 
12th Street and Tabor Road 
Philadelphia, PA 19141 

Muscular Dystrcpb Association 
810 Seventh Avenue 
New York, NY 10019 

Supports worldwide research, provides information and special publications 
pertaining to lMD. A national voluntary health agency that coordinates a 
nationwide network of hospital-affiliated clinics and provides professional 
and public health education. 

National InfontBtion Center for Handicapped Children and Yout±i (NICHCY) 
Mr. James Murphy 
1555 Wilson Boulevard 
Rosslyn, VA 22209 

A national clearinghouse sponsored by the U. S. Department of Educations- 
provides publications about specific disabilities, addresses of national, 
state and local support organizations, resource inforiTBtion, and "how-to" 
information to parents of chil^Jren with disabilities, adults with 
disabilities and professionals working w'th them. 
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RECREATION SERVICES 



Various agencies throughout Massachusetts provide recreation prog..3ms 
for individuals with disabilities. Sane programs are integrated; that is, 
youngsters and adults with disabilities are included in programs with non- 
disabled peers. Most agencies, however, only offer programs for groups cf 
people who have s;..j.lar disabilities. 

E-zery e'fort has been mde to present a oomplete and up-to-date 
listing of programs and services. Names of contact people and programs 
offered are bound to change; therefore, we suggest you call the agency in 
order to get the most current infonration. 
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RECREATION SERVICES 
GREATER BOSTON AREA 



ARLIt^GTa>J 

Arlington Recreation 
422 Sunmer Street 
Arlington, MA 02143 
617-643-6700 x321 

After school programs, special olymrrpics, sunrer day program, 
adult social groups, bowling, dancing, exercise progran^, tri 
Various fees collected for a]l prograiis, ages fron 3 and up. 

BOSTON 



Big Sisters Association 
140 Clarendon Street 
Boston, MA 02116 
617-267-4406 

Provides support systems and programs for girls age 7-14. 

Boston YMCA 
140 Claredon Street 
Boston, MA 02216 
61" -536-7940 

Provides aquatics physical education, housing, education, social 
services? however, accessibility & transportation are limited. 

Camp Joy/Boston P;irks & Recreation 
Room 816, Boston City Hali 
Boston. MA 02201 
617-725-:'!69 

Services include outings, performing arts, sunmer camp, seasonal 
recreatiOTal programs for children of all abilities ages 3 and 
older; occasional fees required, surrrner transportation available 
"or all. 

Don Orione Adult Day Health Center 

Lorraine Ware,T.R.S. 

Ill Orient Ave. 

E^st Boston, VA 02128 

617-569-2100 

Adult Day Activity Center providing therapeutic recreation. 

Ell'.s Mult Day Center 
Mara Wissinger,T.R.S. 
44 Chandxcr St. 
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Boston, MA 02166 
617 -426-2727 

Adult Day Activity Center providing therapeutic recreation. 

Greater Boston Easter Seal Stroke Club 
N'ancy Drour 

934 Statler Office Building 
20 Park Plaza 
Boston, :iA 02116 
617-482-3370 

Programs jn socialization, recreation, education; meets monthly, 
at the Elliot Church in ^fewton Centex. 



Greater Roxbury/South End Easter Seal Stroke Club 

Rosiland Fisher 

934 Statler Office Building 

20 Park Plaza 

Boston, flA 02116 

617-482-3370 

Programs in recreation, socialization, education; meets nonthly, 
at the Harriet Tubman House, Columbus Avenue, Roxbury. 



Handicapped Encounter Retreats 
Dr. Nancy Mehlem 
28B Fleet St 
Boston, MA 02113 
617-367-3664 

Services include performing arts and a "retreat experience"; 
donations accepted; services for people of all abilities. 



The Massachusetts Division of Tourism 
Massachusetts Departinent of Comnerce and Development 
Box 1777 

Boston, >iA 02105 
617-727-3201 

Provides infonration on accessible camp grounc^s throughout the 
state. 



The Massachusetts Special Olympics 
Statler Office Bldg, Suite #524 
20 Providence Street 
Boston, m 02116 
617-451-5747 

Provides a statewide program of sports training and corpetition 
for participants with mental retardation. 



Metropolitan District Connission 
20 Scmerset Street 
Boston/ MA 02108 
617-727-9547 
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Provides recreational tacilities and services needs of 37 cit 
and that make up the MDC '-'arks and Recreation divisions- 
associated vith Anrual Fjmnerfest celebrations. 



Moray Wheel's Adaptive Scuba Association 
Jom :,'elson 

P.O. Box 1660, General Mail Facility 

Boston, MA 02205 

617-426-2463 

A sports club dedicated to promoting scuba diving among people 
with disabilitiee. 



New England Handicapped Sportsrien's Association 
P.O. Box 2150 
Boston, m 02106 
617-367-8847 

Provides adaptive siports instruction and oppoicunities for 
participation in winter skiing, sailing, vater skiing, scuba 
diving and canoeing for persons who are amputees, post polio, 
blind, Cerebal Palsied and/or with congenital deformities. 



Para Tours, Inc. 
Donald S. Gagne 
698 Beacon Street 
Boston, m 02215 
617-247-2533 

Provides a 3-hour ride of individual 's choice within a 
reasonable dj stance of Bostai. Services are for people of all 
ages and disajjalities including those persons who are bedridden 
or confined to nursing hones. 



Patriots Trail Girl bcout Council, Inc. 

Pat NkrCabe 

6 St. James Avenue 

Boston, MA 02116 

617-482-1078 

Programs in music, dance, crafts, camping trips, boating, 
independent living skills, ccmputer, aniital care, woodworking. 
Participants must be registered meiibers of GSA. 

School Volunteers for Boston, Inc. 
138 Treront Street 
Boston, 02111 
617-267-2626 or 617-451-6145 

Provides educational assistance, outings, volunteer training 
programs, ''sensitivity" program for non-disabled students and 
volunteer placements. 

South Boston Area Easter Seal Stroke Club 
Bea Reynolds 

934 Statler Office Building 
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20 Park Plaza 
Boston, MA 02116 
617-482-3370 

Provides recreation, socialization, and education; meets 
monthly at the John PcMers Apartiiients, South Boston. 



Suffolk County Special Olympics 

Leisure Studies Program 

Boston University 

605 Coirmonwealth Avenue 

Boston, MA 02215 

617-353-4226 

Events include aquatics, bov/ling, track & field, sports clinic; 
transportation occasionally coordinated. 

Thompson Island Education Center 
Thonpson's Island 
Boston, MA 02127 
617-328-3900 

Oatdoor and indoor classroon/education/recreation; accessible by 
boat only; for youth and adults. 

Young Adult Fellowship 

Rosiland Fisher 

934 Statler Office Building 

20 Park Plaza 

Boston, MA 02116 

617-482-337U 

Provides education, recreation, and socialization for 
stroke ai.d head injured persons 15-25 years; meets monthly. 



BRIGHTON, BROOKLINE 



Mohav^s and Squaws 
50 Sutherland Rd 
Brighton, MA 02135 
617-566-8799, 617-782-2045 

Social club meetings every Tuesday night at 7:30; 

membership fee; for persons with mental retardation who are 18 

years or older. 

The Therapeutic Center 
Carmine Alfieri 
16 Hurd Road 
Brookline, MA 02146 
617-566-1443 

Provides opportunities for dance, drawing, canping, exercise, 
independent living skills, games, sports, social/cultural trips 
health care. Transportation is provided undor Chapter 766. 
Also educational and therapeutic day programs for persons ages 
5-15 and a day camp for cnildren with emotional disturbances. 
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Sane fees required for certain prograins. 



CA'^RIDGE, SOM^ExTVILLE 



Cambridge Canping Association, Inc. 
99 Bishop Richard Allen Drive 
Cambridge, MA 02139 
617-864-0960 

SumiHr and fall capping programs and referral; services for 
people with a range of disabilities. Eight week surrmer proq 
Fall Programs - Saturdays for 10 weeks 



Easter Seal Stroke Club for Sonerville/Cambridge 

Rosiland Fisher 

934 Statler Office Building 

20 Park Plaza 

Bostoi, MA 02116 

617-482-3370 

Provides recreation, education, and socialization; meets 
monthly at the Sonerville/Cambridge Elder Services. 



The New England Center for Recreational Therapy 
152 Prospect Street 
Cambridge, M 02139 
617-547-2760 

Rents camp facility to agencies that deal with people witJi 
disabilities or v*io are underprivileged. Provides help with 
program planning, waterfront activities, indoor crafts, winter 
sports 



Young V>/omen's Christian Association of Cambridge 
Central Sqiiare 
Cambridge, MA 02139 
617-491-6050 

Physical recreation, educational courses for men and wanen; 

At this writing adapted aquatics is the oily program for people 

with develc^mental disaoilities. 



CHICOPEE, DEDHAM 



Pioneer Develc^xnental Center, Inc. 
12 Fairview Avenue 
Chicopee, MA 01013 
413-549-9141 

Provides family respite, resource services, ccrnmunity lecrea- 
tion, and training and support to generic agencies. Six recrea- 
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tion programs are held in the catrnunity. 

Dedhar Park and Recreation Department 
Ttv/n Hall Building 
Dedham, MA 02026 
617-326-3322 

Provides physical recreation & performing arts to children 
through age 21: Dedham residents only Also provides ar 8-1 
:i^uVS?^^^^^^^^ ^ ^-^^V n_ght prc^ram 

Toward Independent Living & Learning, inc 
515 Providence Highway 
Dedham, MA 02026 
617-329-6150 

Provides support, training, residential and day programs, rec- 
reation and a monthly newsletter. Has a variety of social 
programs for persons of all ages whose primary disibility is 
mental retardation. ^j-i-y j.b 



DORCHESTER, MATTAPAN 

Lena Park Ccwmunity Development Conxiration 
150 American Legion Highway 
Dorchester, MA 02124 
617-436-1900 

Provides a cormunity residence, social services, and advocac/ 
services. Clientele muse be DMH clients and at least 18- 
priority is given to Dorchester and ftottapan residents ' 



Kit Clarke Senior House 

Laurie Loftus 

1500 Dorchester Ave. 

Dorchester, MA 02122 

617-825-5000 

Adult Day Activity Center providing therapeutic recreation, 
MAIDEN, fCDPCM), MELROSE 



Indoor Sports Club, Inc. 
Dorotyh A. NfcNeil 
34 Dana Street 
Maiden, ma 02148 
617-322-9308 

Provides monthly social programs for individuals with physical 
disabilities; small fee required. 
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Hegner Center, Inc. 
Colleen McKenna 
1015 hl3ple Park Avenue 
Medford, KiA 02155 
617-395-1156 

Provides a drop-in center for individuals aged 22 and over. 
Includes travle clubs, cooKing, exercise, aquatics, team sports. 

East Middlesex Association for Retarded Citizens 

Joan Cassidy 

663 Main Street 

Melrose, \1A 02176 

617-662-6371 

Provides a sunner proaram for children ages 5-14; services 
include art and sj^eech and language therapy, aquatics, trips; 
fee required. 



NBTTON 



Charles River Canoe Service 
Larry S^th 

2401 Comttomi^alth Avenue 
Newton, MA 02166 
617-965-511C 

Canoeing - instruction, day trips, overnight trips; also 
offers skiing in the winter at Vfeston Ski Track. 



Carroll Center for the Blind 
Arthur O'Nei] 
770 Centre Street 
Newton, MA C2158 
1-800-852-3131 

Provides recreation program for persons with visual inpairments 
(skating, skiing, hiking, biking, sailing, sane overnight 
trips); fee required. 



Fairaly Counseling Service - Region West 

Roberta Jaro 

74 Walnut Parle 

Newton comer, MA 02158 

617-965-6200 

Programs include codc-outs, independent living skills, frisbee, 
movies, dances, social events, games, music, painting, 
excercise. Wednesday evening drop-in center, 7 - 9 PM. 



League School of Boston, Inc. 
Christine Brumbach 
225 Nevada Street 
Newtonville, MA 02160 
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617-964-3260 

This psychoeducational institution offers a s^jmmer program. 
Call for more inforrration. 

Leventhal-Sidinan Jewish Coimunity Center 

Anncharlene Dresner 

333 :Jahanton Street 

Newton, MA 02159 

617-965-7410 

Programs include niusic, drama, painting, crafts, excercise, 
first aid, theater, concerts, travel, social events, team 
sports, swinming. The Center is a non-profit social service 
agency . 



Little People's/Learning Prep School 

Karen Jacobs 

1507 Washington Street 

West Newton, MA 02165 

617-965-0764 

Programs include dance, painting, photography, ceramics, hiking, 
camping trips, picnics, horticulture, iDowling, sports, crafts. 



Massachusetts Cerebral Palsy of Greater Boston 

Edith P. Schneider 

515 Centre Street 

Newtai, MA 02158 

617-969-3214 

Programs include music, camping, gardening, exercise, life 
skills, dances, baseball, weaving, cook-outs. Also offers a 
summer program in conjunction with Newton Recreation Department. 



Newton Parks and Recreation Departmoit, Special Needs Programs 

Karen Flannery 

70 Crescent Street 

Auburndale, MA 02166 

617-552-7120 

Programs inelude dance, music, clowning, crafts, sumner day 
camp, boating, ^xcercise, nature studies, woodworking, day 
trips, sports, swimming? also offers a drop-in center on first 
Saturday of each month. 



Newton YMCA Youth Departinent 
Michael T. Kozul 
276 Church Street 
Newtoi, MA 02158 
617-244-6050 

Programs include dance, summer day camp, hiking, crafts, excer- 
cise, sports, swimming, self defense? also an eight-week 
pottery/ceramics course for adults with special needs. 
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IJORTfi OF BOSTON 



AInIDOVER 

Andover Departinent of Corrmunity Services 

Mary Donahue 

Shawsheen School 

Ann 's Lane 

Andover, :4A 01810 

617-475-5045 

Provides special education, summer playground, sports, physical 
activities, trips, adult education, money management, dance, 
exercises. Transportation for surnier playground only; varied 
fees; ages, 3+. 



Greater Lawrence Educational Collaborative 
10 High Street 
Andover, MA 01810 
617-460-1990 

Camp program, field trips, cook outs, environmental education. 
Suimer camp program: swimming, boating, nature walks. Transpor- 
tation provided fron DMH; Lunch is free if child is eliqible 
during school year. 



Greater Lawrence Educational Collaborative/Canp Stepping Stone 

Bernice Pierce 

c/o 10 High Street 

Andover, MA 01810 

617-470-1990 

S-mror Canp, aquatics, boating, nature, music, trips for 
children ages 3 1/2 - 21; fees varied for 4 or 6 week program. 



BEVERLY 

Beverly Regional YMCA 
Joan Sutherland 
245 Cabot Street 
Beverly, MA 01915 
617-922-0990 

Services include aquatics, physical education, performing arts, 
sumner camp, fee, pool, gym, weight room; shower & locker room 
are accessible. 



New England Aquatics, Inc. 
PO Box 652, Brimball Avenue 
Beverly, MA 01915 
617-922-4008 
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Services include aquatics, recreational and free swim spe 
ol^Trpic team, jacuzzi for people of all abilities and ages, 



BL-RLINGTON 

Burlington Conmunity Life Center 

Arr.and lienault 

Center School 

Center Street 

Burlington, MA 01803 

617-273-1300 

Activity therapy groups for persons with learning disabilities. 



Burlington Recreation Det)artment 
Don Roberts 
Tdwn Hall 

Burlington, MA 01803 
617-272-7330 

Programs in dance, drawing, photography, exercise, sports, 
games, day trips, ccsiputer, first aid, cooking and Special 
Olympics Also has a Febrjary and April vacation program and a 
special event called, the "Celebrate Program." 



Burnham Center 
Lynn Andrews 
48 Winn Street 
Burlingtcai, MA 01803 
617-273-0727 or 944-7798 

Programs in music, dance, drama, ceramics, exercise, weaving, 
nutrition, first aid, oooking, day tripd. Also, four 
8-week sessions of adult education classes ($30 fee). 



EVERETT 

Everett Da-- Activity Center 
407 Main Street 
Everett, MA 02149 
617-389-3206 

Programs focus on pre-vocational, communication, socialization, 
acedenics, use of leisure time, recreation, primarily for 
persons v^o are moderately tc severely retarded; Hours 
typically M-F 9am- 3pm with recreation programs weekly and 
monthly for persons over age 16. 



HAMILTON 

Hamilton Recreation Departront 
Richard A. Vital e 
Town Hall 

Hamilton, MA 01936 
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617-468-4455 

Provides suimer playoround activities and aqa'Jtics i.rogrars for 
people who are physically disabled or mentally reatrded; fee 
required. 

HAVERHILL 

Haverhill Recreation Department 

Robert H. Cox 

10 Welcane Street 

Haverhill. MA 01830 

617-373-4897 

Provides sumner progrrairs for youngsters ages 6-21 who are 
mentally reatrded or physically disabled. 



Northern Essex County ARC 
4 Suimver Street, Room 6 
Haverhill, MA 01830 
617-373-0552 

Programs ii;clude recreation, social and educational opportuni- 
ties for people --dth develc^xnental disabilities of all ages; 
transportation is ptcdded for surmer only. 



IPSWiai 

Ipswich Recreation Department 
Elizabeth Dorman 
23 Central Street 
Ipswich, MA 01938 
617-356-3767 

Provides a Saturday program for individuals (ages 6-30) who are 
mentally retarded or who have muscular dystrcphy. 

LAWRENCE 

Citizen's league for Adult Specic<i Services (CLASS, Inc.) 

Sharon Cores 

447 Essex Street 

Lawrence, MA 01840 

617-688-5109 

Provides various types of services and programs (ADL, functional 
academics, pre-voc, workshop, language and ccmmunity skill 
development) for individuals aged 22+ who are mentally reatrded, 
have cerebral palsy, or who are blind or deaf. 

Easter Seal Society 
20 Ballard Road 
Lawrence, ma 01843 
617-683-1259 

Serves children (6 months +) and adults with CP, Spina Bifida, 
various birth ananolies, or victims of traumatic injury. 
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Programs include carping, aquatics, horseoack riding, oowlmg, 
etc. 

Northeast Independent Living Program, Inc. 
429 Brpoadway 
Lawrence, MA 01840 
617-687-4288 

Provides recreation prograiTo for individuals (18+) who have 
severe physical disabilities. 



La\ELL 

ARC of Greater Lowell, Inc. 
145 Lexington Avenue 
Lowell, m 01851 

For youngsters (10+) and adults who are mentally retarded; 
programs in games, dances, bowling skiing, aquatics, special 
events, sports clinics, etc. 

Cape Ann YiMCA 
71 Middle Street 
Lowell, MA 01851 
617-283-0470 

Serves individuals with various disabilities, ages 7 through 
adult; programs in aquatics, gym, weight lifting. 

Greater Lowell Family YhrZA 
45 YNCA Drive 
Lowell, MA 01851 
617-565-8936 

Aquatic programs only; for children and adults (7+) with 
physical or mental disabilities. 

Lowell Association for the Blind 
201 Thorndike Street 
Lowell, MA 01824 
617-454-5704 

Serves people who are blind (all ages); programs include trips, 
entertainment, picnics, arts, bowling, etc. 

Lowell Recreation Department 
J.F.K. Civic Center 
50 Arcand Drive 
Lowell, MA 01851 
617-454-8821, x281 

Provides a variety of recreation programs ~ check with the 
department fco ascertain which are accessible to individuals with 
disabilities. 

Renaissance Pre-Vocational and Social Program 
21 Branch treet 
Lowell, MA 01851 
617-454-7944 

Provides a variety of recreation programs for individuals with 
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psychiatric disabilities; fee reqjired. 



Camp Kiwanis 
21 Cakville Street 
Lynn, >iA 01905 
617-598-8870; 593-3610 

Provides a variety of progran^ for children ages 3+; follows a 
school -year schedule. ^"nows a 

Greater Lynn Mental Health and Retardation Association 
56 teltiinore Street 
Lynn, MA 01905 
617-593-1088 or 1089 

Provides a variety of recreation and other types of services. 

United Cerebral Palsy Assoc. of the North Shore 
103 Johnson Street 
Lynn, MA 01902 
617-593-2720 

Provides a variety of recreation programs for individuals with 
cerebral palsy or with physical disabilities who are 18 years of 
age or older. ^ 



MARBLEHEAD 

:4arblehead Recreation and Park Conmission 

Marblehead, MA 01945 

617-631-3350 

Provides a variety of recreation services and programs including 
s'unmer activities such as fishing, ganes, c^-fts, trips- also 
self-help s];ill developnent programs; open to all. 

Marblehead/Swampscott YMCA 
104 Pleasant Street 
f-larblehead, MA 01945 
617-631-0870 

Swinming pool has a lift which makes it accessible to people 
with physical disabilities and mobility inpairments. 



METHUEN 

Nevin's Adult Day Health Center 
110 Broadway 
r-lethuen, MA 01844 
617-686-2807 

FOi. people age 16+, programs in arts, crafts, trips, bowling, 
movies, parties; also health care programs. Fee is paid by 
Medicaid and the Conrussion for the Blind. 
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PEABODY 



City of Peabody Recreation, Parks s Forestrv Departnent 

Richard F. Walker 

Perkins Street 

Peabody, MA 01960 

617-531-8427 

Provides a seven-week day carrp for children and young adults (4- 
22) who are mentally retarded or <&TOtionally disturbed. 



Revere Parks and Recreation Depart^ment 

Helen Papa 

15C Branch Street 

Rever-e, MA 02151 

617-283-3360 

For individuals ages 6+ wi h mental retardation or physical 
disability; provides both .Jirmer and year-round reareatic 
programs . 



North Shore Association for Retarded Citizens, inc. 

Terry Bernardo 

' 84 Lafayette Street 

Sclan, MA 01970 

617-744-1225 

Rfxrreation programs of all types for individuals (all ages) who 
are mentally retarded. 

Salem Recreation Department 
3 Broad Street 
Salem, MA 01970 
617-744-0733 

Provides a sumer program for people of all ages who are 
mentally retarded or physically disabled. 



WAKEFIELD 

Wakef^'did YMZA 
3P f4ain Street 
;vakefield, MA 01880 
617-245-9622 

Programs for individuals, ( 6-30) with learning disabilities, 
mental retardation or physical disabilities* 
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i;OBURN 

Woburn Easter Seal Stroke Cluo 

c/o Rosilc'nd Fisher 

934 Statler Office Building 

20 Park Plaza 

Boston, MA 02116 

617-482-3370 

Provides recreation, education, socialization. hoMs monthly 
rneeLings at Woburn Senior Center. 



North Suburban YTCA 
137 Lexington Street 
^^?oburn, m 01801 
617-935-3270 

Provides a variety of recreation and sports programs for people 
ages 3 to adult; also nas fitness programs and facilities for 
people 18+; serves all people; fees required. 



SOUTH OF ITGxUN 



ATTTZDORO 

Greater Attleboro Easter Seal Stroke Club 
Judy Adams 

Sturdy Memorial Hospital 
Attleboro, MA 02703 
617-222-5200, ext. 3243 

Provides recreation, socialization, education; meets monthly. 



ERKLITYPEE 

Braintree Reha^ Citation Hospital 
350 Pond Street 

Braintree, Massachusetts 02184 

Provides inrpatient and out-patient therapeutic recreation and 
leisure education programs primarily for people with head injury 
arJ other physical disabilities. 



Braintree Park Department 
Bill Hedlund 
Union Street 
Braintree, MA 02184 
617-843-8442/0739 

Has a golf course, park facilities, school athletic facilities, 
two waterfronts, special needs sumner day program, playground 
activities; various seasonal activities for all; transportation 
for s'jnmer only. 



305 

343 



PEP: REC.lIZATIOr; SExlVICES 



Disabled ^^rerican Veterans 

Warren Driscoll 

788 Librerty Street 

Braintree, MA 02184 

617-843-9638 (Tuesday afternoons only) 

Has function halls available for 50-250 people; wheelchair 
accessible. 



Human Services Resource Center - Braintree Day Hab. Program 

Barry Drangel 

30 Foster Road 

Braintree, '1A 02184 

6^7-848-6466 

Prograins focus on independent living skills, nutrition, day 
trips, social events. All erphasize pre-vocational skills, 
recreation, job-readiness skills. 



Therapeutic Ccnmunity, Inc., Day Ilabilitation 

Jane Cawley 

432 Viashington St. 

Braintree, MA 02184 

617-848-4052 

Programs in indeperdent living skills, health care, day tri 
bowling, basketball. Clients must have a developmental 
disability and be Medicaid recipients. 



BRIDGBVATER 

Handi-Kids 
Patti Phillips 
470 Pine Street 
Bridgewater, MA 02324 
617-697-7557 

Programs in dance, drama, crafts, suirmer day camp, aerobics, 
cooking, games, theater, day trips, swimming, horseback riding, 
team sports 



BROCKTON 

Greater Brockton Easter Seal Stroke Club 

Barbara McGrath 

Brockton Hospital 

680 Centre Street 

Brockton, m 02402 

617-586-2600 

Provides socializatiou, recreation, and education; meets 
monthly at the Brockton Multi -Service Center. 
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Old Colony YMCA 

Elaine D>ngelo; Mike MacAdan 

320 Main Street 

Brockton, MA 02401 

G17-583-2155 

Provides swirmrang opportunities. 



QUirJCY 

South Shore Stroke Club 
Sidney Winders 
80 Clay Street 
Quincv, iiA 02169 
617-337-5558 

Provides education , socialization, recreation opportunities and 
a support club for stroke-disabled persons, families and 
friends. 



NEW BEDFORD, FALL RIVER 



Cape Cod Easter Seal Sf^oke Club 
1145 Purchase Street 
rtew Bedford, MA 02740 
617-997-1553 

Provides recreation, socialization, education; meets monthly at 
the D-Y Senior Center, South Yannouth. 



Greater Fall River Easter Seal Stroke Club 
1145 Purchase Street 
New Bedford, MA 02740 
617-997-1553 

Provides recreation, educatic.., socialization; meets monthly 
at the Somerset Library. 



Greater New Bedford Faster Seal Stroke Club 
1145 Purchase Street 
New Bedford, MA 02740 
617-^97-1553 

Provides recreation, education, socialization; meets monthly at 
Brandon Woods, South Dartmouth. 

Greater Taunton Easter Seal Stroke Club 

Phyllis Rubin 

1145 Pui chase Street 

t>Jew Bedford, MA 02740 

617-997-1553 

Provides socialization, recreation, education; meets monthly 
at the V^edgemere ConvalesL.'^nt Home. 
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:Corth Piver Easter Seal Stroke Club 
Bea Reynolds 

935 Statler Office auildina 
20 Park Plaza 
Boston, MA 02116 
617-482-3370 

Provides recreation, education, socializarion; monthly meet inas , 
at the NoHMell Council on Aging. 

NorwU Recreation Department 

Dale Connor 

365 South Street 

Norwell, MA 02061 

617-659-7227 

Programs include dance, canpmg, painting, sewing, hiking, 
music, first aid, bowling, sports, cook-outs, horse-back riding, 
and skating. Preference given to Norwell residents • 



UOmX)D 

Norfolk Day Activity Center 

Linda Hale 

50 Central Street 

Norwood, 02062 

617-769-4495 

Programs include music, ceramics, painting, needlework, wood- 
working, movies, social events, bowling, table ganes, health 

Primarily ser\^es clients over 60 years old, living m or 
near Norwood. 



PLYMOUTH 

Greater Plymouth ARC 
Carole A. T^gg 
Pembroke Ccnminity Center 
Pembroke, MA 02359 
617-294-8100 

Provides programs in performing arts, physical education, 
aqu^tic*^, outings and social recreation. Sane require fees, 
and some activities may not be accessible. 
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a:-lherst 



AiPherst Adult Day Center 
150 University Drive 
Amherst, oio02 
413-256 8185 

Provides counseling, nursing services, nutrition services, speech, 
physical and respiratory tnerapy, socialization and education^ 
A viable alternative to institutional livinq, fully integrated. 



frami:;gham 



A & A Adaptive Driving Program 
Mark V^iitehouse 
149 Concord Street 
Framingham, MA 01701 
617-875-1357 

Prov' ""es evaluation, instructions and reconmendations for 
vehicle modification Lor persons 16+; holds a contract with 
Mass. Rehabilitation; fee required. 

Frcimingham Park and Recreation Department 
475 Union Avenue 
Framingham, MA 01701 
617-372-54C0 

Operates a sixmier day ^amp and an after school program for 10 
weeks in Winter. Se^rvices are for children with special needs 
who are toilet trair.ed. Transportation provided for Framingham 
area onlv. ^ 



GREENFIEIi) 



Franklin County ARC 
213 Silver Street 
Greenfield, MA 01301 
413-773-37748 

Provides information and i:eferral, residential services, 
advocacy, and recreation for children or adults v^o are mentally 
retarded in Franklin County only. Residential services are DMH 
referred. 



WESTFIEID 

Association for the Support of H'uman Services, Inc. 
Judy Hoyt, Director 
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138 East Mountain Road 
Westfield, MA 010S5 
413-562-5678 

rv private, not-for-profit organization dedicated to integration 
of acle and disabled persons; includes programs for parents and 
f allies; sponsors the Cormiunity Enrichment Project, the Family 
Enhancement Project, Kamp for Kids, Senior Enhancement Center 
and Specialised Day Program for adults. 



VIOODVILLE 

New England Wheelchair Athletic Association 

Don iMilani 

P.O. Box 62 

Woodville, MA 01784 

617-782-6800 

l^eelchair athletic games held year-round; practice on an 
individual basis; sponsors regional wheelchair games; fee 
required. 



;)?ORCESTER, FITCHBURG 

South Middlesex Easter Seal Stroke Club 
c/o 30 Highland Street 
l^rcester, ma 01609 
617-757-4464 

Provides recreation, education, socialization; meets monthly 
at the Callahan Center in Framingham. 



North l^rcester County ARC 
Charles Forcier, Jr. 
558 Main Street 
Fitchburg, MA 01420 
617-343-6662 

Provides advocacy, and a rehabilitation work center; also rec- 
reation and-social activities as well as special activities for 
clients with mental retardation, all ages. 



North Worcester County Special Olympics 
558 lAain Street 
Fitcxhburg, MA 01420 
617-3443-6662 

Facilitates state and national -special Olympics program 
coordination for children and adults who are mentally retarded 
fran North l^^rcester County only. 
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SPECIAL RECREATION SERVICES 



(NOTE: See also previous listings in particular tov/ns and 
cities. ) 



Environment Carnp for Handicapped and Others (E.C.Pl.O. ) 

FranK Robinson 

Northeastern University 

360 Huntington Avenue 

Boston, MA 02115 

617-437-3163 

Summer and winter camps for children who are disabled and able- 
bodied; program is held in conjunction with a camping/outdoor 
education undergraduate course. 



Fenway Project 

Department of Health, Sport & Leisure Studies 

Northeastern University 

360 Huntington Avenue 

Bostoi, MA 02115 

617-4366-3163/3150 

Provides aquatics, carpanion program, and recreational opportu- 
nities for residents of the Fenway; all abilities. 



Suffolk County Special Olympics 

c/o Leisure Studies Program 

Boston University 

605 Carmonwealth Avenue 

Boston, m 02215 

617-353-4226 

Programs in ac]uatics, bowling, track and field, sports clinics; 
transportation occasionally coordinated. 



311 



ERLC 



34:: 



^TIOtAL SPORTS M7D SPECIALTY AS30CIP.TI0NS 



}^riCI^AL SPCRTG nl^O SPECIALTY ASSOCIATIONS 



Accent on Infomation, inc. 
Raymond c. Cheever 
P.O. Box 700 
Bloonungton, IL 61701 
309-378-2961 

Ccnputer search services; leisure, education, etc. Provides 
publications such as buyer's guides; inforration on clothing and 
other daily living necessities as well as infonration on 
disability challenges, sexuality, etc. 



American Athletic Association of the Deaf 
3916 Lantern Drive 
Silver Spring, ^D 20902 
301-942-4042 

The national organization dedicated to promoting opportijuties 
for participation in athletics by persons who are cfeaf >^d/or 
hearing inpaired. 



American Blind Bowling Association 
150 i^torth Be 11 aire Avenue 
Lcusville, 1<Y 40206 
502-896-8039 

An association dedicated to promoting bowling as a life-long 
sport for persons who are blind and/or visually impaired. 
Provides information and resource referral pertaining to 
adaptive equipment. 



American Camping Association 
5040 SR 67 North 
Bradford Woods 
Martinville, IN 46151 
317-342-8456 

ACA provides information about camping for all persons. 



American National Red Cross 
17th and D Streets, NW 
Washington, DC 20006 
202-857-3542 

Noted for adapted aquatics programs and instructor training. 
Also provides training m CPR and Life Saving through its 
regional offices. 



American VJheelchair Association 
2635 N.E. 19th Street 
Ponpano Beach, FL 33062 

ERIC 
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305-941-L238 

The VJheelchair Acsociation is dedicated to pronxDting athletic 
coTpetition among persons who use wheelchairs* 

Association of Handicapped Artists 
1034 Rand Building 
Buffalo, NY 14203 
716-853-2660 

Dedicated to promoting opportunities for artistic expression and 
showings of products created by persons with disabilities. 



Blind Outdoor Leisure Development 
533 E^st Main Street 
Aspen, CO 81611 
303-925-8922 

Dedicated to pranoting outdoor opportunities for leisure anong 
persons who are blind and/or visually inpaired. 



Boy Scouts of America Scouting for the Handicapped Division 

Downing B. Jenks 

Boy Scouts of America 

P.O. Box 61030 

Dallas/Ft. Worth Airport, TX 75261 
214-659-2000 

Pronotes opportunities for scouting with peers; camping, civic 
activities, crafts. Publications available. 

Camp Fire Girls, Inc. 

1740 Broadway 

New York, NY 10019 

212-381-0500 



Girl Scouts of America 

ScoutL*g Program for the Handicapped 

830 Third Avenue 

New York, NY 10022 

(See, Boy Scouts, above. ) 

Joseph Bulova School of Watchmaking 

Harry B. Henshel 

4C-24 62nd Street 

Woodside, NY 11377 

212-424-2929 

A vocational rehabilitation center; also provides programs in 
fitness, sv/iirming ; catalogue available. 



National Wheelchair Athletic Association 
G. Andrew Fleming, Executive Director 
2107 Templeton Gap Road, Suite C 
Colorado Springs, CO 80907 
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303-632-0698 

Dedicated to sports participation by athletes with disabilities; 
offer top competition in events such as track and field, 
swinming and weight lifting. All competitions are conducced 
according to the athlete's degree of disability. Minimal fee 
required to beccme a member. 



National ^Vheelchair Basketball Association 

Stan Labanovich, Ph.D., Ccxrmissioner 

110 Sea ton Building 

University of KentucKy 

Lexington, KY 40506 

606-257-1623 

Fo'onded in 1949, this organization prints an annual directory 
and rules beck, weekly publication of a newsletter and standings 
and statistics report of its over 120 basketball teams 
nationwide. Also provide all forms and information for teams to 
beccme registered. 



National Wheelchair Softball Association 

David C. VanBuskirk, Commissioner 

P.O. Box 737 

Sioux Falls, ND 57101 

605-334-0000 

Dedicated to prcmoting softball competition opportunities for 
pecple with disabilities. 



Wheelchair Motorcycle Association 
c/o Dr. Eli Factor 
101 Torrey Street 
Brocktoh, MA 02401 

Contact the association for information about modified equipment 
and membership in the Association dedicated to making this sport 
accessible to all who want to participate. 



Wheelchair Pilots Association 
c/o 11018 102nd Avenue North 
Largo, FL 33540 

This organization holds fly-ins as well as meetings; publishes a 
monthly newsletter; sells hand controls and a fold away boarding 
seat and provides information about medical certificates, 
aircraft for people with disabilities, and instructors. 
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Ability Tours 
719 Delaware Avenue, S.W. 
Washington, DC 20024 
202-55'* -9068 

Accent on Infonration 
Cillum Road and High Drive 
P.O.Box 700 
Bloonington, IL 61701 
309-378-4213 



Adventures in r^ovement for the Handicapped 
945 Danbury Road 
Dayton/ OH 45420 
513-294-4611 



Evergreen Travel Service 
19429 44th Street, West 
Lynnwood, m 98036 
206-776-1184 



Flying iVheels Tours 
143 W. Bridge Street 
P.O. Box 382 
Owatonna, MN 55060 
507-451-5005 

Handy-Cap Horizons 
3250 E. Loretta Drive 
Indianapolis, IN 46227 
317-784-5777 

Mobility International U.S.A. (MIUSA) 
P.O. Bom 3551 
Eugene, OR 97403 
503-343-1284 



Moss Rehabilitation Hospital 
12th Street and Tabor Road 
Philadelphia, PA 19141 
215-329-5715 

Maintains an information service for travelers vA\q are disabled. 

Society for Advancenrent of Travel for the Handicapped 
26 Court Street 
Brooklyn, NY 11242 
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XCTE: Contacting the Chambers of Coimierce in particular cities 
should provide you with a lot of helpful mfonration regarding 
accessible travel sites. The National Easter Seal Society can 
also be very helpful for the traveler using a wheelchair. Write 



The ^Jational Easter Seal Society 
2023 Infest Ogden Avenue 
Chicago, IL 60612 



The following organizations provide additional information on 
national and international travel: 

The Women's Caimittee 

President 's Conmittee on Qrployment of the Handicapped 
Washington, DC 20210 

Publishes a booklet entitled, A List of GuiHp^ncx^ks for 
Handicapped Travelers which lists the guidebooks of~85 cities i: 
the U.S. as well as those of cities in Canada, Australia, and 
Europe. 

Also available form the President's Comnittee is a list of 
highway rest areas that are accessible. Ask for loocklet 
entitled. Highway Rest Area Facilities Designed for Handicapped 
Travelers . Both publications are free of charge"] 

U. S. Government Printing Office 
Washington, DC 20402 

Provides a pamphlet entitled. National Park Guide for the 
Handicapped. Lists well over 200 areas in the National Park 
System that are accessible to vrfieelchair users and those that 
are accessible to individuals vrfio are blind or deaf. Small fee 
for this booklet to cover postage and handling. 

National Easter Seal Society 
2023 latest Ogden Avenue 
Chicago, IL 60612 

Provides a booklet that lists motels that have units accessible 
to the traveler in a wheelchair. 



Great strides have been made during the last decade in inproving 
the accessibility of a number of major motel and hotel chains. 

Still your best bet, however, is to call ahead and make sure the 
facilivi' you are considering is accessible, or write to corpo- 
rate headquarters. Seme of the major chains are listed below. 
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Best Western, Inc. 

2910 Sky Harbor Boulevara 

Phoenix, AZ 85034 

Holiday Inn, Inc. 
3742 Larar Avenue 
Memphis, TN 38118 

Howard Johnson's 
222 Forbes Road 
Braintree, MA 02184 

Rairada Inns, Inc. 
P.O. Box 590 
Dept. RW 

Phoenix, AZ 85001 

Rodeway inns of America 
P.O. Box 34736 
Dallas, TX 75234 



WORKSHEETS 

In this section of the PEP, the reader will f iixJ several worksheets that 
hj>"- been designed to assise in the empcwerment process. They have been 
arranged in the following order: 

o PrLnary Contac 

o The Telephone Log 

o Positive Contacts 

o CUr Family's Problem-Solving Worksheet 
o CXar Family's Action Plan 
o Film and the Family 
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THE PRIMARY CONTACT UST 
"atricia A. Shank, Ph.n. 

Once a child with one or more disabilities is introduced into the 
family systen, the iniTEdiate support system will broaden to include 
professionals and significant others \n.th varied expertise, itie 
PRIMARY C0^4ATC^ LIST is an instrument th^t can be used and regarded as 
a v.T7rking document for the entire family, it will be most helpful if 
placed in a ccnspicuoijs spot near the phone. 



SUGGESTIONS FDR USI^^G THE LIST: 
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1. Our inmediate suggestion is to v.-ritc your key names and addresses 
in pencil, for they're bound to change. Pencil use is also 
suggested as a subtle reminder that your choices regarding who 
becomes a part of your support network ray change. For example, 
the doctor who was reconmend^d by a friend may not be the right 
one for your child. Or the practitioner who insists on maintain- 
ing a condescending attitude when speaking to you should surely 
get the erasure as should anyone whose handicappist attitudes are 
detrimental to you or your child's personhood. 

There will be times, naturally, when you won't have the luxury of 
erasing the name of boneone who is particularly difficult to deal 
with. There might not be a more pleasant substitute available 
due to the role or nature o^ that person's position. In those 
cases, jot yourself a note in the COLUMN section to call that 
person if possible only when you are well-rested and feeling most 
assertive. 



318 r» r' p- 



PEP 



2. Jot doy-n the particular SPECIALTY of the prurar^- contact person. 
You might have all the essential mfonnation m your head, but 
other family manbers or respite care providers might not. 

3. Anything that could interfere with your contacting the person 
should be included m the C(>MENTS section. For example, tre 
Physical Therapist may have Sundays and Mondays off, your 
favorite babysitter may have team practice twice a week until 
7 P.M. , or your physician may have limited hours on certain 
days. 
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Primary Contacts List 



PHYSICIANS 



TOE»APIOTS/ 
PRMirriTIGISRS 



NAME 



ADORESS 



PHONE 



SPQCIALTY 



CO 

O HOSPITAL 
PERSOMfcl. 



EKXATICN 
PERSCNNEX. 



RESPITE CARE 

PRC^ODERS/ 

BABYSnTERS 




AOr^CIES/ 
OHUANIZATIONS 



«^ i-r 



PEP 

3G0 



Primary Contacts List 
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ADDRESS 


PHONE 
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Primary Contacts List 



ADDRESS 



PHONE 



SPBCiALTY 
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Telephone log 

Telephorung for some people is uncomfortable and a cause of 
distress. As a result, many of our phone calls may leave us frustrated 
and without the information we wanted in the first place unless we give 
ourselves sane coping strategies to follow. The TELEPHONE LOG was 
designed m part as an aid m developing those strategies, 

Self-enpowerment suggests the need to seek out information judi- 
ciously. In order to find what it is we are looking for, we need to 
knew how to question appropriately, once we've found sere 

ansvers, we need to know what to do with them, that is, to identify the 
next step to be taken. The TELEPHONE LOG enables the us to formulate 
questions before making a phone call, to keep track of who we called, 
when we called and what we called about, ard to record any action 
required for follow-up (the next step), 

SUGGESTIONS FOR USING THE LOG: 

1. Before you pick up the phoie, write down the date, the agency or 
specific person you intend to call and the phone number ^^ou will 
be using. 

2. Go to the column entitled, ISSUE, and write down the general 
category ( les ) your question per^'ains to, 

for example, you intend to call the school principal for th^e 
purpose of clarifying something on your child 's Individual 
Education Plan (lEP), Under the ISSUE column, write z 
3/25/87 , 
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Next, go to the column entitled, SPECIFIC QLDSTIONS, Write duwn 
as specifically as possible the question(s) you have. 
For example, 

ISSUE SPECIFIC QUESTIONS 

IE? - 3/25/87 o Can I change my mind about my child's 

placenent after I've already signed my 
acceptance of the lEP? 

o Can I cane to ^he IE? neeting with 
suggestions for specific goals I feel 
should be included in the plan? 

o Can I bring scneone v/ith me to tte IE? 
meeting who knows special education 
procedures [or who works with my child, 
etc. ]? 



Make the phone call. Jot down the name (and title if appropriate) 
of the person you actually did talk to. On seme occasions, there 
might be a number of persons you have to go through before you get 
to the person who can actually help you — write them all down for 
your "track" record. 

Next, write dcwn the answers you got to your questions in the 
column entitled, RESPaJSE(S) REC'D. Any "next step" actions should 
then be recorded in the column entitled, ACTIONS RBQUn<ED. 
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PHONE I 



rw€:Ai'n£ op person 

TPSJGD TO 



ISSUE 



SPECIFIC nUESTICNS 



RESPONSE RBC'D. 



ACTKJN 
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Telephone log 



alency/person gyrACTED 



ON 
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NA«;,'*rrTLE of person 

P»«NE I TAUCED TO 



ISSUE 



SPBCU'IC nUESTIONS 



RESPOISE RJC'D. 
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POSimT CONTACTS 
Patricia A. Shank, Ph. D. 



Fran tijne to tune, we meet pecple ^ho genuinely care about us. 
They may be particularly warm and caring or they may REALLY listen to 
us and therefore, hear what it is we might be struggling to say. Once 
m awhile we mii.^nt interact with a secretary or a janitor or a "frait 
line" person who seems to know rore than anyaie else in a bureaucratic 
maze. Tnese are positive contacts. Holding on to the encounter may be 
particularly helpful during tuneF when it seems nobody hears or sees 
us. There may also be times when the possibility of future contacts 
with the person is real and inportant, so we want to be sure we'll know 
how to concact than. 



The POSITIVE CONTACTS MADE list was designed witii these thoughts 
in mind. You might want to use the form to re— ird — journal style — 
a sijimary of a positive contact you have had. Or you might want to jot 
down the name and phcne number of helpful, knowledgeable therapists, 
secretaries, janitors or teachers — anycaie whose interactions with you 
indicate that they value you as a person. 
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Positive Contacts 







NAfC OF PKSGM 


TELEPHONE 1 


AFFILIATION ADDRESS 
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Our Problem Solving Worksheet 



"I can't see the forest for the trees." "I get in nr/ own way." "We 
think differently." "i don't know vA^e to start." 

Most likely, we've all said one or more of the above statatients 
at one time or anotiier. Urderstandable feelings, but not real helpful 
v*ien we need to cave to sane decision or realize that we need to move 
ahead instead of standing still. Problen solving is the process of 
resolving unsettled matters or fiidii^ a workable solution to sane diffi- 
culty are experiencing. 

What constitutes a problem for one person may not necessarily be 
the same for another person, for problems are matters of perception. 
Basically, a problem is a discr^>ancy or difference in what ' perceive 
actually is and what I want it to be. 

SUGGESTIONS FOR USE CF THE PROBLEM SOLVING WDRKSHEEP 

1. There are essentially five basic steps in the problem-solving process: 
(a) defining the problem, (2) diagnosing its causes and the issues in- 
volved, (c) formulating strategies or alternatives for solving it, (d) 
deciding fran among the solution alternatives and iitpleroenting the 
chosen alternative, and (e) evaluatii^ the success of the strategy 
used* Each of the st^s is interrelated and dependent upon how specific 

have been at each step. 

2. The clearer and more accuiate we have been in defining the problem, 
the easier it will be to cotplete the other st^. What is the actual 
discrQ>ancy between v*iat exists and \>*iat is wanted instead? Describe 
the dis3crQ>ancies by listing a series of statements about the problem; 
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PROBLEM SOLVINJG WRKSHEUT, page two 



what are the facts as you see them? iMention persons, places and 
resources in your statements. Make sure your description of the 
problem allcws for alternative solutions rather than just one 
of many possible options. 

3. After identifying the problan, it is iitportant to identify the 
causes or dimensions of it. What are the issues involved? What 
is the nature of the forces preventing movement fron the actual 
state of affairs to the desired state? What forces might move us 
closer to the desired state? 



4. The third step in problem solving is identifyijig eLLtemative ways 
'"f solvijig the problem. Ke^ in mind that there are literally 360° 
of c^>tions or possib].e solutions. After brainstorming sane of these, 
identify the pros, cais and risks involved with each. 

5. After identifying and reviewing each solution airi its positive and 
negative aspects, select the strategy you will implement (make a 
decision) and then determin^^ the first step that needs to be taken. 

6. lispleraenting a oairse of action and developing strategies for moni- 
toring progress can be done with the help of the ACTION PIAN which 
follCKVS this worksheet. 

7. This vrorksheet may be helpful in situations vAiere camunication 
appears to be blocked due to differences in thinking ard clarifica- 
tion of issues by the two or more people in conflict. Having oach 
manber of the family fill out a problem solving worksheet may help 
ixientify where the differences as^^il as the simiJ^ities lie. Wte 
may be quite surprised to discover that although our thinking pro- 
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PRC»LEM SOLVING WORKSHEET, page three 

were different, the acceptable solutions are actually quite 
similar. Then again, the acceptable solutions may be at oppo- 
site ends of the spectrum. Going through this or a similar clari- 
fication process, however, can be enormously helpful to a process 
of negotiation and eventual problem resolution. By involving all 
menijers of the family systan in the problau solvii^g process, we're 
more likely get a well-rounded perception of the problem and 
possibl solutions than if we were to try it on our own. 
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Our Problem Solving Worksheet 



PROBLEM AS I SEE IT: 



SPECIFIC .SSUES INVOLVED: 



to 



SOLUTION 
ALTERNATIVES 



PROS 



CONS 



RISKS 



ISSUES 
AOORE&SEO 



1. 



3. 



Of i 



ALlLRNAf'VL SELECTED: 

COURSE or ACTION: (irirst step I Mill take to implement solution) 



PEP 

37b 



Our Famlly^s Action Plan 

Patricia A. Shank, Ph.D. 

Once you have identified a s >lution or cane to a decision about the 
general ccurse of action you will take in solving a particular problan, 
it would be helpful to get the family together to write an ACTION PLAN. 

SUGGESTIONS FOR USING QUH FAM ILY'S ACTION PLAtT : 

1. Ccmplete the PROBLEM SOLVING WORKSHEET. 

2. Write the family goal in the space provided. For exarple, +-iie family 
may have decided that the preferred solution to a prc*lem concerning 
housework responsibilities is to distribute the chores among all 
family monbers. The problem isn't really solved until sane action 
plan is coristructed and followed and then evaluated along the way. 

In this case, tiie family goal could be: Irrolement a plan for corpletinq 
household chores that includes all family manbers. 

3. This goal should then be broken down into manageable tasks or steps 
that help the family meet the goal. Some steps that could taken in 
attenpting to distribute household chores more evenly could be: 

1. Identify the tasks that must be done on a daily basis (e.g. dishes) 

2. Mentify the tasks tliat must be done on a weekly basis (e.g. grocery 
shewing) 

3. Identify tasks that must be done every so often (e.g. wash the family 
car) 

Elach step should be listed in the first column. 

4. The next columns identify the specifics involved such as: v*ien each 
step will begin, v*ien it is expected to end, the name of the person 
responsible, who and what the person will need in order to ccnplete 
the step, sane obstacles that could prevent the person from completing 



PCTlCt^ PLAN, page two 



the task, and scne solutions for overconing those obstacles. 

Using the same example above, we could write the following: 

Step: IcJentify daily tasks 

When Begin: 4/1/87 When end: 4/3/87 

Person Responsible: Mem 

Who/what Needed: other family manbers; paper, pencil 
Possible obstacles: Might miss sane tasks 

OvercoTje Obstacles: Ask each farrdly member to check list; add to it 

5, Oi the botton of the sheet is space for each family msnber to write 
his.^her assesstier*-. of progress toward reaching the goal. In tne 
action plan, identify v*ien this evaluation will take place (list it 
as one of the steps) . For exanple, the family may decide that they 
will evaluate whetiier or not the chores have been evenly distributed 
after one month has elapsed. 

6. After the action plan has been canipleted, hiave each family manber 
check it over. Sane st^ \ay need to be re-negotiated with the 
individuals or dates changed or other modifications made. 
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Our Family's Action Plan 



FAHILV GOAL: 



U1 
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STEPS TO ACHIEVE GOAL OR 
IMPLEMENT SOLUTION/OLCISION 


WHEN 
BEGIN 


1 

WHEN 
ENO 


PERSON 
RESPONSIBLE 


WHO/WHAT NEEDED 


POSSIBIE 
OBSTACLES 


TO OVEhCOME 
OBSlACLrS 


1. 






- 








2. 














3. 














4. 














5. 















6. 














7. 














8. 

























RAIING OUR PkUiRESS TOWARD RtACHING OUR GOAL: 
O^Tf: ^ 100X/75X/50t/?5t 



name 



100X/75«/50%/25t 



ndiiie 



100X/7bX/SOX/2Sl 100X/7M 
name ' name SOX//*jX 



DATE: 

381 



name 



100X/75X/50X/?5X 100X/75t/50t/?5t 

name 

wr ^dnrum Aim rom nii tmit r>nTr 



100X/7bX/50X/'*5X 



name 



IOOX/7bX 
name ' bOT/?^)X 



•XI 
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FILM AND THE FAMILY 
by 

Linda Broui i lette 

The t-imily 15 the c.ntalvgr tnr the ^^mrjtion.il well- 
being ot its membersj and the very touchstone at our 
social structure. The plethora of interventions thdt 
have been designed to intercede into the lives of 
fa"ii^:€9 bears testimony to these facts. Unfortunately 
.•n<any v/eii meaning out externally impo5ed interventions 
have r?.t?t with limited levels of success The family's 
own potent lai for prevent ing, as wel 1 as resol v ing, 
problems has scarcely been tapped (Coombs et al., 
1984, p. 427). 

One method any family can use to tap into this 
potential is through shared viewing and discussion of 
iilrris. 3y increasing positive interaction and 

understanding among its members communication can be 
improved, thus preventing or resolving problems. 

The influence of fiim on ^ve^yone, ^ost 
particularly the young in our culture, has been widely 
documented ( Ame 1 io , 1971 , p . 1 -2) . Fami 1 y v i ewi ng and 
discussion of films can provide a positive channeling 
of that influence. Film can bring even the most 
divergent viewpoints within the family to a dialog. By 
deo i ct 1 ng how i ndi v idua la in di verse si tu3c ions v lew 
and cope with their worlds film enables fami 1 les to 
reflect more deeply on their own experience. 
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.The ^ey to the meet etteotive utilization of ti im 
for a family Ig m the discussion after it is viewed. 
Discussion helps tc externalize the film experience 
Into the structure of individual personalities and 
family life (Amello. 1971, p. 9). a suggested g^jide 
family discussion might follow after viewing a selected 
film is out 1 I ned below. 



1. Factual discussion of important, 

relevant, impressive scenes for e^ch 
family member Is helpful in the 
beginning. This enables family members tc 
see varying viewpoints and concerns. It 
IS important to remember, however, that 
simply the recitation of facts has little 
va I ue . 

2. Discussion should try to focus on 
individual family member's own position 
and attitudes toward the tilm and its 
characters. 

3. Family members' feelings toward 
characters and the conflict of the film 
should be discussed. Differences and 
similarities among family members 
opinions should^be explored together. 

4. Discussion oi- >iow the film 's conflict 
and characters relate to the family 
should be explored. What aspects of 
family life and individual members does 
the film point up? What can the family 
learn from the film ? It Is important 
to note here that relationships between 
asiSects of the film and the family can 
always be found even If the film is not 
expressly about fairily life. Lessons 
and new insighca fcr th© f;irniiy li^mg 
this guide can be drawn fran a wide 
variety of f 1 1ms. 



The viewing and discussion of flings together aan 
become a positive and rewarding faimiy activity. If It 
is to be successful the time required should be set 
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aside on a regular basis. In addition, the famiiy rr^ust 
have access to a VCR. Although growing numbers of 
families own VCRs they may also be rentea from mamy 
local Video stores. 

Any film obta i nea from a 1 oca 1 v i deo store 
appropriate for fa.T^ily viewing can provide the basis 
for iiscussion. Generally owners of video stores keep 
lists with ratings of their films. Often they can 
give helpful suggestions for films to meet a family's 
neeri« and interests. Of course, Walt Disney films are 
always a good choice for family viewing and discussion. 
To get the family started the foMowing pages contain 
information and discussion guides for three films 
easily obtainable In most video rental stores. 
Happy viewing! 



REFERENCES 

AmeliO, Ralph J. Film in the clasgro om. Whv umm it? 

How to Umm It. Cincinnati, Ohio: Standard 
Publishing, 1971. 

Coomhrt, Robert H Enhancing Ado! esccnt Development Via 
Family Intervention; A Fllmography, 
Journal of Drug iggu#q. Spring, 198^. 
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Film: SAVANNAH SMILES 

Source: Embassy Home Entertainment 



Summary: This iS a film about <a young [ unaway giil and hei 
development of a caring relationshup with two 
bumbling small time crooks. 

Comment: Heartwarming ^..^ } 

To think about before viewing: 

1. Have you ever thought of running away? What kiuda 
of things make you feel this way? 



2. What makes you happy? What makes your family as a 
who I e happy? 



Discussion questions at^'^r viewing: 



1. Savannah's runaway note indicated she was unhappy. 
Why was she unhappy? 

2. How did Savannah's time with Boots and Aivie differ 
from her time spent with her Mother and Father? How is free 
time spent in your family? 

3. Soots and Alvis had nothing. During their time 
with Savannah th#»y m a run down aoanaoned house. 

Contrast this with Savannah's home. There was a great deal 
of difference yet Savannah was happy. Why? What in the 
two homes made the difference? 

4. Boots and Alvie really listened to Savannah. Hew 
did they show her they listened? How did Savannah respond 
to this? How does your family listen to each other? 

5. As Alvie and Boots really got to know Savannah they 

grew ta c^rs ~^oat — hmc. How- -di-ct they demonstrate that 

caring? How do you demonstrate caring for the members of 
your family? If you don't, what it makes it such a 
difficult task? 



6, Knowing Savannah made it difficult to even take the 
reward money. Really knowing a person can change how you 
treat them. Do you really know the members of your family? 
Sometimes we can live together and not know each other, 

7. A sense of loss underlies the emotions of many of 
the characters. How is each feeling loss? Have you ever 
felt loss like any of the rhAr^rt^rs? w<»re you able to come 
to terms with it? 
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8. Both Alvie and Savannah felt rejected bv their 
families. Describe why each amy have felt this way. Have 
you ever felt rejected? 
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Source: Walt Disney Productions 

Summary: This is a film about two families' struggle to 
escape from East Germany to freedom m the West 
by building a hot air balloon. 

Coir-T.ent: Intense suspense 

To think about before viewing: 

1. How important are goals for a family? 

Questions for discussion after viewing: 

1. In the note Lucas left for his family to read after 
his death he stated that he wanLea them all to be together 
in a better place. Is vour hrwn#» "better" place? What 
could make it a better place? 

2. The two families worked together steadfastly in a 
partnership keeping their goal intact. How important is 
having a goal to work together to attain in a family? 

3. What kind of setbacks did the families have along 
the way to fulfilling their plan? What setbacks have 
members of your family and the family together had? Despite 
the frustraion were you able to resolve the situation and 
move on ? How did you do this? 

4. What were some of the doubts and fears Gunther's 
wi f e expressed regardl ng the escape p i an? How da she 
overcome them? How do members of the family overcome their 
fears? Has fear ever altered any decision you have tried to 
make? How did it affect the decision? 

5. Without taking the ultimate risk-the risk of their 
very lives the two families could never hAve be^n free- Why 
IS risk taking important? Can we hope to reach our goals if 
we are afraid to take risks? 

6v The Peters^ children believed in their father even 
when he dldn^t be I ieve m himsei f after the first 
unsuccessful balloon attempt. How important wa?i the support 
the family provided him at that time? How important can a 
renewed belief in each other be for your family right now? 



341 3^'. 



Fi Im: Sylvester 



Source; Columbia Pictures, A Rastar Production 

Summary; This is a film about sixteen year old Charlie s 
struggle to bring up her two brothers while still 
managing to hang on to her dream of training show 
horses. 

Comment: Some profanity, but an Inspiring film. 
To think about before viewino: 

1. How important are goals? How much can we do to 
attain them? Is it ever better to g;ve up or 
delay a goal? 

Questions for discussion after viewing: 

!• How did Charlie first come across to you ia the 
i>cyiniimig uf the story? What qualities did she possess 
that helped her reach her goal? 

2, Fear of change is a prevalent feeling for each 
person throughout the film. What changes does each fear? 
How does each handle It? Which person in the film do you 
most handle fear like? Why? 

3- Why did Mr- Foster allow Charlie on different 
occasions to stumble and fall in her training 'with 
Sylvester? Why was it important for him to let these 
difficulties happen to Charlie? 

4. Near the conclusion of the story Charlie was 
fearful of accepting Mrs. Hydes offer of learning to tram 
horses for a year partly because she wouldn't fit in. Mr. 
Foster assures her that they will be fitting in with her 
after a year. How important is fitting in and being like 
everyone else to you? Can that need be a barrier to 
achievement? 

5, Matt learned patience In waiting for Charlie to 
reach her goal as the film progressed? Her need to fulfill 
herself by reaching her goal while still making svre her 
brothers were provided for caused him to delay his goal of 
marrying her. How do you feel about that? What might that 
say about his growth as a person? 
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Appendix A 



Ue are pltasH to sluirt with jrou mir rtSMM^il^kKliUtloiial Techniques 
pert1n«nt to tht-ViiMft of ih^iilft Wtljt- Jf gjj^HflljMteli^ transition to 
conwnl^ Ml||«^^1i#r^liMPNlHtt^ nted areas 

of our 



lit ifr: 



allowing 
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*P1ei$e chKJt hllfc tyP* 0^ ^S'^'cy or group that you are primarily affiliates 

'<05P^t*1 Conwunlty Recreation Service Provider 

Public SchooT^Ei Support Geoup 



h«nta1 Health dSiiir Rtspitt facility 

Specialized School CoMMinlty Trttt«ent7«c111ty 

Private School Other (plttse $ptc1fy) , 

*Please check the category that de$cr1b«$ your firitmry role: 




p1ms« ?»ot« that threughout this survey the the terms listed below will denote the 
following: 



children , cht 

Related servic 




child 1^0 Is disabled 

services other then instructional (such as transportation, 
developnental , corrective and other supportive services) 
that may be required to assist a child with disabilities 
to benefit frcii soecial education 



lEP - Individual Education Plan 

Network ing - the crMtlon of witiMlly beneficial reUtlowhips and exchanges 
•Mong profiulMtU» p«rtnU tnd counsuMPt^a flMrlng of tine. 

ideas.. m§0t^:jmi^it^it^^ . - 



P1tas« chaci; tM| 
rtlatfva 1 




ERIC 



listraetlaMriUP Pittad to social 
tralnfns iKUp tit.wliaal curriculum. 

9. Participation of tho antire family In 
racraatlan actlvltlas. 



B. (avail) 



10. Training programs that teach how to use A.(1»por) 

coawunity resources indeoendentiy. B. (avail) 

n. MaterlUPWiat help parents develop tncir a. (Inporj 

ch11d'^|Ki«1 skills. B. {avail) 

12. Materi lit that help teachers develop tneir A.(i«por; 

student's social skills. B. (avail) 



13. Parent av«arene$s of available local re- 
sources fur Uie child tnd family. 

14. Parent ust of the local resourctt for tht 
child and t*«ily. . . i.,:*v 

15. .•tetworklfls is « M«sit tf 
and knoMlHflt •bMit'f^ 
children. 

16. A cMtr«> 
tHbiitt 



A. {lMpor) 

B. ( avail) 
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If. Ttachars v1iif.rtCfMti«C«t tn 1^l•rtMi 

2». Tharaptutle fMrtftfoM ftjm •fftetivt «««y #f 
jMttIng lE^ okjtctlvft. . 

U7 394 
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I non-print matirisls for ^^•y'lop*''; 
siblings of disabled Individuals. 

28. HaU^ttt for devBl oping fMtV coiitsii^ ;nro!iyfl 
recreation and lelsurt. 

29. Integration of tlM cM1« Into rocmtlon and lei* 
s.r. proflrw in tiM : 

30. Incorporatl«i tC 
tht 1iid1v1iMl;i 



91. Otvol 



ERICW 




tlvt n«twrt of 
porontt. 

348 '^^ • 



Vfiy ' Somewhat Not 

I«portant Iirportant Important Important 




IfiService training prOgrdiaS 
awareness of disabilities for 



v. ^mmu i personnel 

d. physicians 

e. dentists 

f. attorneys 

g. hospital direct care staff 

h. othtr (specify) 



59^ 



COMifllCfttlllS 1«0l$Utivt 

reseiitattiMSM tlitt tiMir wt^ 






350 



31V 



VOU FOR YOUR EFFORTS IN COMPLETINQ AND RETURNING THIS STUDY 




Appendix B 



The Pareut-Child Activity Group: Using Activitios to 
Work With ChUdren and Their FamiUes in 
Residential IVeatment 

Gino n.niii. ^uk^h w...^^^,. 





ChUd Can? Quarterly 



Tnis article describes the development of a parent-child activity 
group on 2 psychiatric unit for iatency-age children and discusses the 
group* usefulness as an assosamant and treatment tool. Uaing an 
extended caae vignetu aa an iUuatraiian, wa inlagraia concspu fro-, 
group and family systtma thtoriw to propooi m inucvative and 
repiicable model for working with dbttdrw nA ftwU 
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218 



Child Care Quarterly 



until MiM bthavior ttcalaud into schccl rzi^xzzl ruaamf ftwi^. .iubborn 
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Glao DtSalvatorv and Deborah Rosenman 



2\9 



at timet biting Upon admission. Steve and his mother 
I MM of tht parent-chlid groups 

to tbo start of tht Hrtt toaaion, tht It adsr told t hci n aU^ u i 
lhal all would bt working toftthtr as a **laam'* to help 
WkaQ «sktd what th^ wwliKlia to west cn, Stc*.*c b 
^^BtT^ Sttre aad woaM Bkt^flad odtar ways to 

ha would 

htlphiin or 
**^jttst not 
^ fefhelp. 
iito his 
Kb hand 
fptlofiz- 

ths 
nt 

priBticc 
asHcta- 
^^mbal 

him In 
his 





r 




